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FOREWORD

The research-oriented Conference on Aging was held September 7-8, 1967, at
the Mayflower Hotel in Washington, D. C. For some time, we had had inquiries from
researchers about the population of aged blind persons, who comprise, after all, the
majority of the blind and severely visually impaired. In attempting to answer these
queries, it became increasingly clear to us that much must be learned of these people:
their number, iheir social characteristics, their place in society, and the responsibil-
ities of the service delivery system toward them.

The result of the conference is this proceedings volume. It lays before the re-
searcher and the practitioner alike the problems of the aged blind and sets the prob-
lems within the context of our knowledge about them. As it turns out, we do not know
very much, and possibly because our knowledge of them is so limited, we have raised
many more questions than we have settled.

It is also clear that we have further need for two more conferences: one devoted
to settling the questions raised by researchers, and another devoted to the impli .ations
for practice of the considerations of the participants in this volume.

We are pleased to have had this opportunity to open for discussion the im. 'ensely
important problems associated with identification of this population and the equaliy im-
portant problems of the delivery of services to them.

The conference itself was supported in part through a grant from the Administra-
tion on Aging of the Department of Health, Education, and Welfare, No. AA-4-67-046-01.
The Proceedings were prepared for publication by the International Research Informa-
tion Service of the American Foundation for the Blind.

M. R. Barnett
Executive Director
American Foundation for the Blind, Inc
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INTRODUCTION

Eric Josephson, Chairman

My role in the conference whose proceedings are published here was not a
precisely defined one; I felt somewhat like the statesman who said: "I am their
leader, therefore I follow them." A few remarks may, however, set the stage for
what follows.

First, this was a research conference. Hence it dealt with research done in
the past, and with research that we believe should be done in the future. And, con-
sidering the pariscipants, we were also interested in the implications of present and
future research for policy and for action regarding the status and welfare of elderly
blind people.

We have dealt here with a very serious social and medical problem, one that
has been neglected in research on aging, one that has been neglected in research on
blindness, and one that has certainly been neglacted in our institutional arrangements
for the elderly blind. Yet, although it is easy to fall prey to a rather gloomy--even a
pessimistic—-approach, it is important that we neither exaggerate the problematic
aspects of geriatric blindness, nor underestimate its seriousness. Not all elderly
blind people are helpless, and certainly not all of them are p:thological.

It is easy to fall into the trap of assuming that the stigma of blindness is greater
than in fact it is. Some of the data I have collected suggest that blindness is not feared
as much as the literature often says it is; and there is some evidence of a change in
attitudes toward blindness. A recent nationwide survey found, for example, that far
from being the most dreaded disease, blindness was fairly far down on the list--after
cancer. Although half the persons interviewed consider cancer the most terrible of
all diseases, less than a fifth had the same feeling about blindness. So, too, in a com-
parison of survey data collected in 1938 and in 1965, I found evidence that fear of
blindness has decreased rather sharply: the idea that "'blindness is a fate worse than
death™ is much less prevalent today than thirty years ago. These are just clues, but
it is possible that we are living in a period of change, a period of transition regarding
this impairment,

I might also say, parenthetically, that there is some evidence of change in at-
titudes toward old age itself. It is reflected in social legislation such as Medicare.
And it may also be reflected in such things as the significant drop in suicide rates
among the aged during the last ten or twelve years, Thus, the suicide rate for white
males of sixty-five and older has dropped measurably during this period, while the
rate among young Negro males has increased very significantly during the same
period. If these clues suggest anything, it is that attitudes about the status of blind
persons and old persons are changing. We should be alert to the directions of change.




The problem of status deserves another comment. We are aware that many
elderly blind people suffer from other impairments and other chronic conditions. One
of our responsibilities will be to assess the relative saliency of the several conditions
that afflict people in old age. My own study of several years ago showed that blind
people who suffered from other chronic conditions were less likely to consider them-
selves blind than those who were blind with no other chronic conditions. Again, the
older a person, the less likely he was to regard himself as blind. What is invloved
in these cases has been described by sociologists as the intervening variables between
the individual and his accommodation to, or his ""adjustment' to, his impairment. We
are not talking about simply an elderly blind person; we are talking about old, blind
persons who have differing physical characteristics, differing health characteristics,
differing ethnic and socioeconomic characteristics. Each one of these is a complex
of events, conditions, circumstances that affects in profound ways the reaction of a
person to his family and friends, and their reactior to him. Another way to put the
point is to ask about the salience of blindness to the elderly person; or, conversely,
the saliency of old age to the blind.

Finally, a comment on "disengagement' among the elderly. Elaborate theories
of disengagement have been developed in the literature on aging. I should like to sug-
gest that, although there is doubtless a certain process of disengagement—at least in
the social sense——among many elderly people, this process actually may begin before
old age. How could we explain otherwise some of the data that show how active many
elderly blind people are, despite a multiplicity of impairments and handicaps? There
seem to be several populations. At one extreme, there are those who are probably
active all their lives; they are very much "engaged, '" and remain so, despite the onset
of blindness. At the other extreme, there are those who may have been wi‘hdrawn or
withdrawing earlier in life, whether or not they are blind.

These are but some of the issues one could raise in this context. Some are
treated implicitly, some explicitly, in the papers that follow. And even with the
broadest possible view of changes in status, and the broadest possible sociological
and psychological approach to the combination of conditions discussed above, in all
honesty we mast admit that there is much our society has to do in social policy and
in welfare. One need only read the relevant passages in the works of Jules Henry or
Peter Townsend to get an idea of some of the ways in which our society dehumanizes
institution-lized elderly people.

It is our hope that the following papers will open up some of these areas for
discussion, for research, and possibly for implementation of social policy.
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STATISTICAL IMPLICATIONS OF THE PROBLEM OF
GERIATRIC SEVERE VISION IMPAIRMENT AND BLINDNESS

Hyman Goldstein*

Shakespeare conceived the seven ages of man as ending "sans teeth, sans eyes,
sans taste, sans everything." If the prosaic license of interpreting "sans eyes' may
be used by this writer to represent the usual definition of economic blindness in this
country (of a visual acuity of 20/200 or less in the better eye), and if Shakespeare's
seventh age may be defined as "sixty-five and over, " then it might be interesting to
determine to what extent Shakespeare's picture of the visionless seventh age appears
to be approaching reality,

Any assessment of the statistical implications or magnitude of a public health
problem must be based on solid data dealing with incidence and prevalence. One of
the real difficulties in writing a paper in this area is the fact that there are no solid
data on irTlcidence and prevalence of economic blindness available for the country as
a whole, T

However, types of data are available, each with its own limitations:

f ~ 1. Estimates are available. The latest estimate (for 1965) for prevalence is
¢ 416,400, and for incidence 32,700 (4).

However, even with the assumption that the base from which estimates are
made (one state register for prevalence and two state registers for incidence) is
representative (which it is not) and of sufficient size (which it is not), there is no
guarantee that the assumptions are appropriate. The errors of estimate, unfortun-
ately, remain unknown.

2. Data are availible on reported incidence and prevalence of economic blind-
ness from a number of states in this country, known as the Model Reporting Area for
Blindness Statistics (MRA), in existence since 1962 and comprising about 19 percent
of the population (9).

However, since the states in this area are not considered representative of the
_country either geographically or demographically, and especially with respect to the
inclusion of ethnic groups, such data must be used with great caution, Furthermore,

*The author was formerly Chief, Biometrics Branch, National Institute of Neuro-
logical Diseases and Blindness, Nationa! Institutes of Health. His opinions are his own
and do not reflect any area of interest of the Children's Bureau.

tEconomic blindness is defined as visual acuity of 20/200 or less in the better
eye with best correction, or visual acuity of more than 20/200 if the widest diameter of
the field of vision subtends an angle no greater than 20°.




it is not known to what degree cases of blindness are underreported to registers in
this area and how the nonreported vary by age, sex, race, degree of vision loss,
and cause. Finally, there is no information on the completeness with which these
registers are cleared of those who no longer should be on such registers.

3. Surveys by the National Center for Health Statistics have been of two types.
One, based on interview of respondents, does not include data secured by examina-
tion. It is obvious that a respondent will usually have no accurate information con-
cerning the degree of loss or diagnosis and etiology of his own visual impairment, not
to mention those of immediate relatives. The other, based on actual visual examina-
tion of randomly selected persons, would offer some hope of securing nationwide data.
However, of necessity, the samples tested have been small and are thus beset with
rather large sampling errors. In addition, the visual testing has failed to include
measurement of field of vision or assessment of visual acuity with best correction,

With these limitations in mind, this paper will be concerned with utilizing
available data to arrive at some picture of the statistical implications of the problems
of geriatric severe vision impairment and blindness.

Estimates of Economic Blindness

During the period 1940 to 1960, the general population increased by 36 percent,
or roughly about one third, It has been estimated that the prevalence of economic
blindness increased by some 67 percent, or roughly two thirds. This increase thus
was about twice as great as the increase in the population at large. It would be informa-
tive, however, to determine whether specific age groups in the general population are
increasing at faster or slower rates than similar age groups amony;the blind. Again, for
the latter, only estimates are available for the country as a whole during the twenty-
year period, It is noted that while the under-20 age group in the general population
showed an increase of 51.6 percent, it was estimated that it increased 253.7 percent
among the blind (probably due in large part to the increased incidence of retrolental
fibroplasia) ; for the 20-to-64 group in the general population, an increase of 20.8
percent; and among the blind, an estimated increase of 54.0 percent. However, in the
65-and-older group the general population increased by 83.3 percent, but the same
age group among the blind increased by only 61.7 percent. (See Table 1.)

Table 1

Census Population and Estimated Prevalence of Economic Blindness
by Age Group with Percent Change: United States, 1940 to 1960

Census Population Estimated Prevalence of
(in thousands) Economic Blindness

Percent
Age (in years) 1940 1960 Change 1940 1960

All ages 132,165 179,323  +35.7 230,300 385,000
Under 20 45,511 69,0056  +51.6 10,800 38,200
20-64 77,617 93,757  +20.8 107,300 165,270
65 and over 9,036 16,560  +83.3 112,200 181,450

Reference: (4).

This may be shown also by a comparison of the percent changes in estimated
blindness prevalence rates by age group from 1940 to 1960. (See Table 2.)
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Table 2

Estimated Economic Blindness Prevalence Rates per 100,000 Population
by Age Group with Percent Change: United States, 1940 to 1960

Rate per 100,000 Population

Percent
Age (in years) 1940 1960 Change
All ages 174.9 213.9 + 22,2
Under 20 23.8 55.1 +131.5
20-64 138.7 175.6 + 26.6
65 and over 1,244,2 1,095.9 - 11,9

Reference: (4).

Although the over-all prevalence rate increased by some 22 percent, the rate per
100,000 for those 65 and over decreased by about 12 percent, from 1,244,2 in 1940

to 1,095.9 in 1960. If such decrease is true, it may be due to one or more of the
following causes: (1) a decreased incidence rate, possibly due to the effects of (a)
medical advances in preventing ocular disorders from progressing to blindness, (b)
preventive measures, such as safety glasses, legislative control over sale of fire-
works, and the like; (2) decreased duration of blindness possibly due to increased
sight restoration rates or to decreased survival rates among the blind; @ increased
numbers of diagnosed cases not reported to registers and/or; {i) increased numbers
of undiagnosed blind persons. These possible causes will be reviewed one by one,

A comparison of the percent changes in estimated incidence of blindness rates
by age groups from 1940 to 1960 is shown in Table 3.

Table 3

Estimated Economic Blindness Incidence Rates per 100,000 Population
by Age Group with Percent Change: United States, 1940 to 1960

Rate per 100,000 Population

Percent
] Age (in years) 1940 1960 Change
All ages | 13.3 16.8 + 26.3
Under 20 1.9 6.0 +215.8
20-64 9.2 11.5 + 25,0
65 and over © 106.0 92.0 - 13,2

Reference: (4).

The estimated incidence rate per 100,000 for the age group 65 and over de-
creased about 13 percent over the 20-year period—from 106,0 in 1940 to 92,0 in 1960,
This drop occurred despite the fact that the other age groups showed substantial per-
cent increases in their estimated incidence rates.

Concerning sight-restoration rates, mention must be made of a recent study
of 11,732 individuals registered as blind in Massachusetts over a twenty-year period
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(1940 to 1960), who were traced to determine survival status and blindness status as -
of December 31, 1961 (5). The study revealed that the probability of restored sight P8
in the age group 65 years and over is quite low (1 to 4 percent), except for those blind L
as a result of cataracts, The chances are that, in general, sight-restoration rates in :
this age group have always been quite low. The same study indicated that in the age
group 65 to 74 years the chances of dying within ten years from diabetes, vascular
lesions, heart disease, and general arteriosclerosis (including hypertension, diseases
of arteries, and other diseases of the circulatory gystem) were higher for the blind
than for the general population, This, of course, resulted in decreased survival rates,
However, at age 75 and over, little difference was apparent in gurvivorship between
the two groups, except, perhaps, with respect to diabetes. It is interesting to note
that the prevalence rate of economic blindness due to diabetes has been estimated to
have increased from 2,4 per 100,000 in 1940 to 23,9 in 1960, an increase of almost
900 percent; in similar fashion, the blindness pravalence rate due to vascular diseases
has been estimated to have increased over 300 percent in the same period (4). Unless
medical breakthroughs occur, it does not appear likely that decreases in incidence
rates of blindness due to diabetes or vascular diseases are apt to occur in the fore-
seeable future. It should be mentioned again that this study of survivorsbip and causes
of death among the blind covered the period 1940 to 1960, It was not possible, by the |
nature of the study and the size of the study group, to determine whether there were
trends in survivorship or changes in the pattern of causes of death during the period, ""
Attempts to compare the data with a study by an insurance company of its industrial
policy holders throughout the country covering the period 1923 to 1933 did not prove
fruitful because of differences in definition of blindness, differences in geographic
coverage, and other differences (2).

Reported prevalence rates, like reported incidence rates, depend on a report
being made available for statistical purposes. A diagnosed case of blindness is not
and cannot become a statistic until this occurs. Blindness due to cataract is most 1;
amenable to sight restoration, provided the cataract is removed. However, it has '
been shown recently that the aged cataract patient is often resistant to the suggestion
of surgery (3). Physicians failing to report blindness due to cataract, on the as-
sumption that it is "temporary' blindness until the patient decides to undergo surgery,
are responsible for a considerable proportion of unreported cases. It is obvious that I
the failure of the physicians oz other eye examiners to report a case, regardless of -
whether such reporting is mandatory, results in understatements of reported inci-
dence and prevalence, Even a delay in reporting, harmless as that seems, may 8
distort trend data significantly. Mention has not been made of blind persons who are
not diagnosed as blind even upon examination, The number of such false negatives is
unknown, and can only be revealed by studies designed with such an objective, (!

Nonreporting starts with nonexamination. A blind person who is unaware that
he needs ocular examination and treatment, or who is unwilling or unable to secure
such care, represents another statistic that may never come to light. It would appear
likely that because of advanced age and financial condition, the population 65 years and
over is apt to be well represented among the undiagnosed blind, The number and dis~- |
tribution of such persons can be determined by surveys designed to screen scientifi-
cally selected populaticns. No information is available in this country concerning
the degree of completeness of reporting of diagnosed blind persons to official blind-
ness registers, or the perhaps more important matter of the proportion of undiagnosed
blind persons. Thus, it is not possible to determine whether there has been any change
over the years in completeness of reporting of diagnosed blind persons or in the pro-
portion of undiagnosed blind persons. These are two important gaps in our knowledge
that need attention and exploration,
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From this analysis, it is obvious, I believe, that the data needed to interpret the de-
crease in estimated blindness prevalence rate from 1940 to 1960 are not available. The
need for factual information on trends in incidence and prevalence of economic blindness,
duration of blindness, survivorship, and sight restoration among the blind is most urgent,

Reported Economic Blindness

We referred in the last section to the recent development of the MRA., At present
it encompases some fourteen states, covering about one fifth of the population of the
United States. There are no data available to show to what degree those that should be
reported by eye examiners are actually being reported, or to what degree those on the
register who should be removed from the register because of death, sight restoration,
or nonresidence are actually being removed, These are factors that can, in the first
case, make for understatement of incidence and prevalence, and in the latter case make
for overstatement of incidence and prevalence,

Data from the MRA have been available and published for four years (1962
through 1965, inclusive). Cause data have been available for three years. The short
life of the area makes it impossible to detect meaningful trend information. The MRA
states, by virtue of the self-selection underlying their interest in and desire for MRA
membership, and their major concentration on the East Coast, are not representative
of the country with respect to demographic, geographic, ethnic group, white /nonwhite,
or urban/rural distributions, However, while meaningful incidence or prevalence data
may not yet be available and while the determination of trends depends on the passage
of years, it may be possible to use the available data for clues as to relationships
between geriatric blindness and other factors.

The 1965 MRA data, based on thirteen states, showed a marked increase in rate
withage, reaching a reported incidence rate of 40.4 per 100,000 in the 65-to-74 age
group (which was about double that of the preceding age group, 45 to 64) (8). ("*Age,"
here, refers to age of registrant in 1965, not age at onset of blindness.) The rate then
tripled to 131.4 in the 75-to-84 age group, and then more than doubied to reach its peak
of 316.8 in the age group 85 and over. There were higher rates for males than for
females below 65 years, and a reversal of such differences at age 65 and over when
the female rates, in general, were higher.

The rate per 100,000 for nonwhite persons (96.8) in the 65-to-74 age group was
about three times that of whites (33.2); in the 75-to-84 age group, that for nonwhite per-
sons (22.0) was about twice that of white persons (116,9). It is not possible to compare
rates in the 85-and-older age group because the estimated population of nonwhite per-
sons in this group in the MRA states in 1965 was less than the minimum of 25,000 per-
sons considered necessary as a base for the computation of meaningful rates,

Males aged 65 and over accounted for 41.0 percent of all newly reported male :
blind persons; for females, it was 55.0 percent. Whether this is a reflection of the |
greater reported incidence rate per 100,000 in females (88,0) than is the case inmales |
(78.7) for the 65-and-over age group, or whether it is a reflection of greater life ex-
pectancy of females, is not known.

White persons aged 65 and over accounted for 52.2 percent of all reported inci- g
dence in 1965 for white persons, as compared to 35.9 percent in the similar case for I‘
nonwhite persons, probably reflecting the fact that in MRA states the percent of per-

sons aged 65 and over of the total white population was about one-half times that for

persons aged 65 years and over in the total nonwhite population, according to the 1960

decennial census.

The distribution of degree of vision for newly reported economic blind aged 65
years and over does not differ essentially from that for those under 65 years.




Table 4 shows rates of first additions to the register per million for the age
group under 65 years and for that 65 years and over for known major affection groups
in 1965 for thirteen MRA states.

Table 4

First Additions to Register by Known Age and Known Major Affection Groups?;
MRA Total, b 1965 (number and rate)

Major Affection GroupsC

S
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Age | affec- 33| 8| § X5 & | B |82|55|88|RE\25 5
(in yrs.) tions) OB | = MO0l © 5 |[B|m 00|02 <
Number
Total, ' ’
all
agesd 4,712 524 |130 | 49 95 11,061 | 193 [ 48 | 843 |673 | 282 | 323 (491
Under
65 2,426 187 |108 | 29 58 | 407 | 150 | 48 |269 |436 | 238 | 81 [415
65 and
over 2,286 337 | 22120 37| 654 | 43 | -~ |574 |237 ] 44 |242 | 76
Rate per Million Population

Total, |
all
agesd 130.7 | 14.5 {3.6 1.3 (2.6 | 29.4 | 5.3 {1.3| 23.4 {18.7 | 7.8 | 9.0 {13.6
Under 1.
65 73.8 5.7 {3.310.9 {1.8 | 12.4 | 4.6 {1.5 8.2 113.3 | 6.9 | 2.5 {12.6 1.
65 and .
over 712,1 [105.0 |6.9 (6.2 l11.5 203.7 (13.4 |--|178.8 |73.8 {13.7 |75.4 {23.7

Reference: (8).

AData limited to first additions examined by ophthalmologists and eye-ear-nose-
throat specialists.
bExclusive of South Dakota.

CStandard Classification of Causes of Severe Vision Impairment and Blindness,
1965 Revision.

dExcluding unknown age.
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it iz noted that in every major affection group, except retrolental fibroplssia,
the rate for those 65 and over exceeds that for those under 65, In the case of retinal
degeneration, the rate for the older blind group is about 22 times that of the younger;
for glaucoma, about 18 times as great, and for cataract about 16 times as great,

Table 5 shows similar rates per million for known etiology groups in 1965 for
thirteen MRA states for first additions in the under-65 age group and for that 65 and

over,
Table 5
First Additions to Register by Known Age and Known Major
Etiology Groups®: MRA Total,® 1965 (number and rate)
Major Etiology Groups®
B
n 12 o Q 0 -8
Q! 28|, 9S8 |y unldw o Q| g
5 o - & s ol d 9
Total ‘gﬁ.ﬁ’é%% o 8 %%%@g%g? %§
Agen | (mown (88 52| 8|8 (BZ 5212852 55 42
years) etiologies):gm Sz | A ww |[SAI0AlAS| 2R | Dbw
1 . .
Number
Total, all
agesd 3,524 104 {154 | 70 | 525 825 (139 | 71 | 733 | 228 675 f
Under 65 1,893 85 | 142 | 64 | 356 115 | 45 | 62 | 691 53 280
65 and over 1,631 19 | 12 6 | 169 710 94 9 | 42| 175 395

Rate per Million Population

Total, all :
agesd 97.7 2.9 4.3 1.9 |14.6 | 22,9 | 3.9 {2.0 |20.3 | 6.3 | 18,7 o
Under 65 57.6 2.6 14,3 [1.9 |10.8 3.5 [ 1.4 |1.9 |21,0 | 1.6 | 8.5

65 and over 508.1 5.9 | 3.7 {1.9 52.6} 221.2 129,3 |2.8 |13.1 54.5M 123.1
- Reference: (8).

AData limited to first additions examined by ophthalmologists and eye-ear-nose-
throat specialists.

bExclusive of South Dakota.

CStandard Classification of Causes of Severe Vision Impairment and Blindness,
1965 Revision,

dExcluding unkn~ivn age.

With the exception of prenatal influence, injuries and poisonings, and neoplasms,
the rate for the older group exceeds that of the younger, The rate for senile degenera-
tion for the older group is about 63 times that for the younger. In similar fashion, the
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rate for vascular diseases for the older group is 21 times, and that for etiology
"unknown to science" 14 times, that of the younger group. The high ratio of the
rates for the older blind to the younger blind for multiple affections and multiple
etiologies may be explained by the fact that often an older person is diagnosed as
blind quite some time after the onset of his disability. The physician may be con-
fronted with a blind person, long post facto, with several ocular conditions, but with
an incomplete or inadequate supporting history. He may find it difficult under such
circumstances to determine the primary affection and primary etiology of the blind-
ness. The high incidence among the aged of glaucoma and cataract, for which the
etiology is unknown, probably accounts for the high ratio of rates due to etiology
"unknown to science' of older persons to younger ones.

Functional Visual Impairment

Some workers in the field of blindness believe that it is more important and
meaningful to measure visual functioning and efficiency than merely distance visual
acuity alone. Such functioning is dependent, of course, not only upon visual measures
of various types, but upon auditory, intellectual, motor, and motivational factors,
among others, The interindividual variability in operation of such factors may in
large part expiain the great variation in mobility and communication exhibited by
blind persons having the same degree of visual loss. An interview survey of vision
impairment was conducted by the National Health Survey of persons 6 and older in
the United Statzs during the period from July, 1963 to June, 1964. It was based on
household interviews of the civilian, noninstitutional population, and used a question-
naire dealing with visual functioning developed under contract with Dr. Milton D. Graham
of the American Foundation for the Blind. Each respondent was asked these three
questions, among others: ''Can you see well enough to read ordinary newspaper print
with glasses?' "Can you see well enough to recognize the features of people you
know if they are close enough?" 'Can you see objects that move, such as cars moving
or people walking?'" Where a respondent answered '"No'' to all three questions he
was asked a supplementary set of questions of which the first was: '"'Can you see well
enough to tell if a light is on or off?" The other questions in the supplement related
to the respondent’s kistory of visual impairment, such as type of onset (that is, sud-
denly, gradually, or at birth); age at onset; use of aids in mobility and communica-
tion; recreation and educational pursuits; special vocational training; occupation;
and so on, It should be mentioned that those respondents who answered '"No" to any,
but not all, of the first three questions, were asked a somewhat different supplemen-
tary set of questions.

Preliminary unpublished data and rates of vision impairment are now available
from this survey (7). One must remember that these prevalence rates are not com-
parable to prevalence rates derived by use of the economic definition of blindness
most widely used in this country, which is based on actual examination which, in turn,
is based solely on measurement of central visual acuity with best correction, or of
field of vision,

Table 6 shows prevalence rates per 1,000 for those individuals who have both
eyes involved.

Omitted from this tabie are data for those who could see newprint and who, at
the same time, had no trouble or hardly any trouble seeing. The rate per 1,000 for
all ages (that is, 6 and older) was 7.6; for those 6 through 64 years, 2.7; and for
those 65 years and over, 49.4.




Table 6

Rate per 1,000 Population of Degree of Vision Impairment of Persons
6 and over with Both Eyes Involved by Age: United States,
July, 1963 to June, 1964

Rate per 1,000 Population

Both Sexes Age (in years)
All Ages
) (6+) 6-64 65 and over
Total 7.6 2,7 49,4
Cannot see newsprint 6.0 2.0 39.9
Cannot see features, moving
objects or light 0.4 ’
Cannot see features, moving \ 5.0
objects, can see light 0.5 0.6
Can see features or moving
objects 1.0 7.2
Can see both features and |
moving objects 4,2 1.5 27,7
Can see newsprint@ 1.6 0.7 9.5
Cannot see features and/or
moving objects or has great
deal of trouble seeing 9 [ 0.7 4.9
Some trouble seeing 0.7} . 4,6

Reference: (7).

2Includes unknown degree of impairment,

In order to interpret these findings and to determine, if possible, which visual
measures (such as near and distance visual acuity, field of vision, depth perception,
color perception, binocularity, and so forth), as well as factors other than vision,
are most closely correlated with visual functioning, ophthalmological and other ex-
aminations of a representative sample of persons with various types of functional visual
impairments are necessary. An ophthalmological examination would also be help-
ful in determining whether specific affections and etiologies are related to specific
functional impairments. |

Although the rates based on functional impairment are not comparable to those
based on the economic definition of blindness, or on any definition based solely on
distance visual acuity or field of vision, it is possible to compare the ratio of the
prevalence rate of the 65-and-older group to that of the under-65 group. Table 7
shows such age rate comparisons for estimated binocular blindness prevalence rates
per 1,000 population in 1960 for the United States, for reported binocular blindness
prevalence rates for the MRA states in 1965, and for functional binocular vision im-
pairment prevalence rates for the United States in 1963/64.
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Table 7

Rate per 1,000 Population of (a) United States Estimated Binocular Blindness
Prevalence, 1960; (b)) MRA Reported Binocular Blindness Prevalence, 1965; and
(c) United States Binocular Vision Impairment Prevalence, 1963 to 1964, by Age

Rate per 1,000 Population

U.S. Vision
MRA Reported Bi- Impairment®
U.S. Estimated Binocular nocular BlindnessP Prevalence,

Age (in years) Blindness? Prevalence, 1960 Prevalence, 1965 1963/64
Under 65 1.3 0.9 2,74
65 and over 10.9 7.3 49.4
Ratio 65 and over rate 8.4 8.1 18.3€

Under 65 rate

References: (4, 7, 8).

ABased on estimate projected from combined data of blindness registers of
three states, using definition of economic blindness.

bBased on register data from fourteen MRA states using definition of economic
blindness.

CBased on household interviews of random sample of civilian, uninstitutional
population with definition of vision impairment based on inability to see any or all
of the following: newsprint, features, moving objects, or light, or on some trouble
in seeing.

dThis is the rate for the 6-to-64 age group.

€This ratio is understated because the rate for the younger group, excluding
all those unaer 6, is greater than would be the case if those under 6 had been included.

The ratios for those based solely on visual acuity or an equally disabling loss
in the field of vision and derived from register data are fairly close: 8.4 for the
United States in 1960, and 8,1 for the MRA states in 1965, However, the ratio of
older to younger functional impairment rates for the United States in 1963/64 was 18.3,
This great increase over the ratios mentioned is largely due to a great increase in
the prevalence rate for the older group. The ratio of 18.3 is no doubt understated,
because the rate for the younger group (2.7 per 1,000) covers the age span 6 through
64 years. If it had also included the under-6 group, the younger rate would have
been lower,

These findings would seem to indicate that functional impairment is not only
relatively more frequent in the older group than in the younger group, but to a greater
degree than is the case when distance visual acuity or perinheral field of vision is the
sole criterion, for example, in economic blindness.

Predictions of Prevalence and Incidence

It has been indicated that it is not possible to pinpoint specific reasons for the
decline in estimated prevalence rate for the 65-and-over group from 1940 to 1960 in
this country, At the present time there appears to be no evidence that the rate is
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either decreasing or increasing. Knowing what we do, inadequate as that may be,
what can we predict?

For the 65-and-over age group there has been estimated a blindness prevalence
rate for 1960 for the United States as a whole of 1,095.9 per 100,000 (4). If it is as-
sumed that the rate has not varied since 1960 and will rot vary significantly from this
level for the next eighteen years, ‘then, with a projected United States population
aged 65 years and over in 1985 of 25,006,000, the bleak picture of approximately
274,000 blind persons 65 ang’over looms large (6). This projected army of the aged
blind is greater in size t!;&';l the combined 1960 census of the total populations of
Battle Creek, Michiga;:, Salem, Oregon, Topeka, Kansas, and White Plains, New
York.

The estimated incidence rate for 1960 for the United States was £2.0 per 150,000
for the 65-and-over age group (4). Assuming that there has been no significant in-
crease or decrease in this rate since 1960, and that it will remain at that level at
least until 1985, it would be expected that with an estimated population of 25,006,000
in the 65-and-over age group in 1985, there would be 23,006 newly reported blind
persons in that age group alone. This may be compared with an estimated 15,230
such persons in 1960 (4).

These projections assume no significant change in prevalence or incidence rate
from now until 1985. This is predicted on an assumption that there will be no medical
breakthroughs to reach etiologies that now elude science, and that no new and unfore-
seen ocular disorders appear on the horizon. However, what would happen if a liber-
alization of the definition of severe vision impairment and blindness were to take
place?

To answer this question it is better to compare rates based on different defini-
tions, but derived from the same population at risk, rather than to use different and
possibly noncomparable populations.

The effect of a change in definition on incidence was believed by the author to be
more important than the effect on prevalence, since incidence more accurately reflects
the influence on vision impairment of current environmental and other factors than
does prevalence. It is recognized that the newly reported blind are not always the
newly blind. To that extent reported incidence includes an unknown proportion of
previously unreported incidence,

Table 8 shows rates of first additions to MRA registers in 1965 on the basis of
definitions where the degree-of-vision criteria of severe vision impairment are re-
spectively 20/200 or less, 10/200 or less, 5/200 or less, and absolute blindness, for
the age groups under 65 and 65 and over. Included in the table are the percent losses
of central vision corresponding to the various levels of visual acuity (1).

It is obvious from the data that as the definition is made more and more restric-
tive, there is relatively greater exclusion of the older blind than of the younger blind.

Figure 1 plots the data of Table 8 on semilog paper. Semilog paper is ap-
propriate for graphing rates of change of series of data that are quite dissimilar in
magnitude. Thus, it is quite suitable for plotting the rates of change of first addition
rates for those persons under 65, and for those 65 and over subjected to different
definitions of blindness. The abscissa shows the percent loss of ceniral vision that
corresponds to the visual acuity notations used (1). It is noted that a visual acuity of
20,200 corresponds to an 80 percent loss of central vision. The curves for the two
age groups are projected by freehand in Figure 1 to a visual acuity of 20/160, which
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corresponds to a 70 percent loss of central vision, and hence could be the basis of a
more liberal definition. In general, although the rates of the two age groups are of
considerably different magnitude, the rates of change are quite similar, If the defini-
tion of severe vision impairment, concerned with eligibility for benefits and services,
were to be changed to include a visual acuity of 20/160 or less, then the projected
rate for the 65-and-over age group would be approximately 95 per 100,000. If this
rate is applied to the projected population in 1985 of 25,006,000 aged 65 and over,
there would be anticipated in that age group a population of almost 24,000 persons
newly added to blindness registers in that year (6). In view of the fact that this pro-
jection is based on register data and thus probably represents incompletely re-
ported incidence, it should be considered an absolute minimum.

Table 8
Rates of First Additions to Register per 100,000 Population by Known

Age Group and by Known Degree of Vision (with equivalent percent loss
of central vision): MRA Total, 2 1965

Rate per 100,000 Population
Percent Loss of ~

Degree of Vision Central Vision Under 65 65 and over
20,/200 or less® 80 7.7 77.0
10/200 or lessP 90 5.4 - 55.2
5/200 or lessP 95 4.0 40.9

Absolute blindness 100 0.7 4.0

Reference: (1, 8).

aExclusive of South Dakota.
brncludes cases of field restriction.

Table 9 shows the effect of change in definition on rates of first additions per
100,000 of white and nonwhite persons 65 and over in MRA states in 1965.

The rates for nonwhite persons are two to three times those for white persons,
A more restrictive definition appears to be associated with a relatively greater de-
crease in reported incidence among white persons,

Figure 2 shows the data of Table 9.

It would seem that the projected first addition rate for white persons 65 and over
with an economic blindness definition based on a visual acuity of 20/160 or less, would
predict a rate of approximately 85 per 100,000; that for nonwhite persons, 180 per
100,000.

Table 10 indicates that the first addition rates of females 65 and over are
slightly higher than those for males of the same age group.

A change of definition affects the sexes to approximately the same degree.

Figure 3 plots the data of Table 10,
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With an economic blindness definition based on a visual acuity of 20/160 or
less the predicted rate for males is 85 per 100,000; for females, 110 per 100,000,

Table 9
Rates of First Additions, 65 and over, to Register per 100,000

Population by Known Race and by Known Degree of Vision (with
equivalent percent loss of central visicn): MRA Total,2 1965

Rate per 100,000 Population

Percent Loss of

Degree of Vision Central Vision White Nonwhite
20/200 or less® 80 87.5 136.5
10/200 or lessP 90 47,7 103.3
5/200 or less® 95 34,1 87.8
Absolute blindness 100 3.1 11.4

References: (1, 8),

aExclusive of South Dakota.
bIncludes cases of field restriction,

Table 11 indicates the changes in percent of known major affection groups re-
sulting from changes in definition in the younger and older groups.

Restricting the definition to absolute blindness results in greatly diminished
percents of first additions with cataract or retinal degeneration in the 65-and-over
age group, and in greatly increasac percents of such additions with glaucoma o1 optic
nerve atrophy. It may be presumed that liberalizing the definition beyond 20/200
might reverse the changes noted.

In Table 12 the effect of changes in definition on percent distribution of known
major etiology groups among first additions to MRA registers in 1965 under 65 and
65 and over is noted.

Restricting the definition to absolute blindness appears to result in a
decrease in percent of such additions where the etiology is senile degeneration or
diabetes, However, the etiology groups of vascular diseases and "unknown to
science' show major increases in percent, Again, it may be presumed that extend-
ing the definition beyond 20/200 might tend to reverse these changes,

It can be noted from the above that a change in definition not only affects in-
cidence and prevalence, as expected, but also changes the composition of the re-
ported economically blind group by age, race, affection, and etiology. This em-
phasizes how risky it is to compare distributions of such variables between studies
with different definitions,
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Table 10 |

Rates of First Additions, 65 and over, to Register per i
100,000 Population by Known Sex and by Known Degree of Vision :
(with equivalent percent loss of central vision): MRA Total, @ 1965

Rate per 100,000 Population [ |

Percent Loss of

References: (1, 8).

Degree of Vision Central Vision Male Female }
20/200 or lessP 80 69.7 82.8
10/200 or lessP 90 52,0 57,7
5/200 or lessP 95 38.9 42,5
Absolute blindness 100 3.8 4,2 !%:

aExclusive of South Dakota.
bIncludes cases of field restriction, ,

Table 11

|
First Additions to Register Cumulated by Known Degree of Vision, i
Known Major Affection Groups, and Known Age: MRA Total, 2 1965 (percent) ‘1

Major Affection Groups

(percent)

. g Q ('

i Ela |28 |n|leglgt |2 3 ]

£ - | 8| B|E|B|5|58158 (880 f

Age and Degree 52 8 | 3|35 |5 |8|82|88|88 = ;
-~ of Vision 28| & | B |S|8 |0 5|k kA |o<| 2 ‘
Under 65 years _,
20/200 or lessb  |2,302 [100.0 | 7.8|4.4 |13 |16.4 |6.2| 1.9 (11,3 |9.7 |4L.0 i

10/200 or lessP 1,593 [100.0 [ 9.0 |25 |1.2 15,3 6.1}21 (11,2 [10,2 |42,3
5/200 or less® 1,197 {100,0 | 10.9 | 1.5 | L1 |14.5 5.7 2.7 [10.5 10,5 [42.7
~ Absolute blindness 176 |1100.0 | 6.8 0.6 |1.7 | 4,5]4.5| 6.8 | 2.8 [13.6 |58,5

65 and over b
20/200 or less 2,219 |100,0 14,6 1 0.9 0.9 28,5 |1.8 25.4 |1,9 (25.9

0

10/200 or lessP 1,576 (100,0 | 16,2 {1 0.7 0,7 128.0 .90 |24.2 [2,3 |25.8
5/200 or lessP 1,165 |100,0 | 18,2 | 0.6 | 1.0 28,7 [ 2.1 0 (20,9 |23 |26.3
Absolute blindness 89 [100,0 | 37.1 1.1 (3.4 |14.6 {1.1] 0 5.6 &10. 1270

Reference: (8).

aExclusive of South Dakota, 1
ncludes cases of field restriction, f\l
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Table 12

First Additions to Register Cumulated by Known Degree of Vision, 1
Known Major Etiology Groups® and Known Age: MRA Total 1965 (percent)

Major Etiology Groups

(percent)

e '
w mp o« = g S )

3 0 & & = 8

h 28a5 5|3 182|588 8T 85 o & 3

%) o 0o g | = Sl wf- wls 8|8 o S ,

Sglg To65|5 |2 (8529598828 S |

Age and Degree Eel £ 2asd 9|9 |EE|9aEada|ds o

of Vision 281 & [BaSal=z |8 S SSABALE S < B

Under 65 ‘

20/200 or less® 1,784 |100.0 4.1 | 7.5 | 3.5 [19.5| 6.4 | 2.3|3.3|35.4 |15.1| 2.9
10/200 or less®  [1,259 [100.0 |4.1 | 8.5 | 4.6 |22.5| 5.5 | 2.83.7(29.6 [15.3| 3.4
5/200 or less® 960 |100.0 |4.3 [10.5 | 5.2|22.5| 4.9| 3.0!3.6(27.1|15.9] 2.9

Absolute blindness 156 (100,0

=
©

28.2 |14.1]11,5| 0.6 0.6/3.9{28,9| 8.3 1.9

|
65 and over [
20/200 or lessC 1,684 (100,0 1.2 | 0.7 0.3 10.5(43.8 | 5.9/0.5| 2.5(23.9]10.6 ’

10/200 or less® 1,128(100,0 1.3 | 0,8 | 0.3 [10.4|42.6| 6,1[0.5| 2.6 {25.3{10.0
5/200 or lessC 8331100.0{1.3| 0.7 0.2110.3(39.5| 6.6/0.7| 2.6(28.0/10.0
Absolute blindness 64 {100,0|1.6] 1.6 | 3.1| 7.8| 7.8|14.1|1.6| 6.3]54.7| 1.6 3

Reference: (8).

aIncluding etiology "unknown to science."
bExclusive of South Dakota.
CIncludes cases of field restriction.

Discussion (4

Although estimated prevalence rates of economic blindness for the 65-and-over \ i
age group seems to indicate a decrease of some 12 percent in such rates from 1940 ¥
to 1960, there is no assurance that such a decrease has actually occurred, because of ‘
the rather limited base from which estimates have been made. Attempts to determine
whether other types of data, such as sight restoration rates, survival rates, and so
on could shed some light on the matter of trends and prevalence rates proved futile,
because of the unavailability of such data based on similar definitions of blindness and 1]
for comparable geographic and demographic groups over a period of years, so that |
trends could be determined.

If needed data are to be based on registers or reporting systems, then the
requirement of a common definition of blindness, standard procedures to measure
the degree of completeness of reporting and updating, and the use of a standard clas-
sification of causes of severe vision impairment and blindness are obvious. That
studies are needed on a periodic basis to determine sight restoration and survival 1
rates among the blind gees without saying,
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Program planning needs the type of information that can help pinpoint the nature
and number of services and facilities needed for the blind in the years ahead. Such
information can only be derived from systems of uniform data collection that are
routine, that can periodically assess the reliability of the data, and that are flexible
enough to meet special needs for special types of data as such needs occur.

Reported incidence and prevalence leave unanswered the major questions con-
cerning the number of blind that are either undiagnosed or, if diagnosed, unreported.
The magnitude of the undiagnosed cases may well represent the portion of the
"iceberg' that is beneath the surface, particularly among the aged, depending on
financial condition, the number and availability of examining resources, and other
factors. The unreported blind represent a loss to the blind in terms of services that
could be made available; they are also a loss to society in its attempts to get a better
picture of the problem.

Data from 1965 from the Model Reporting Area for Blindness Statistics,
although understated because of incomplete reporting, showed that reported incidence
rates rose steeply with advancing age, regardless of sex, with rates for nonwhite
persons being about two to three times those of white persons, particularly among the
aged populations. In every major affection group (except retrolental fibroplasia) the
rates for the 65-and-over group exceedad that for those under 65. The ratio of the
rates of the older group to the younger ones for retinal degeneraltion, glaucoma, and
cataract were particularly high, ranging from 16 to 22. In the case of major etiology
groups, the rates for the older group exceeded those of the younger group (with the
exception of prenatal influence, injuries and poisons, and neoplasms), with the rate
for senile degeneration in the older group being 63 times that of the younger group;
for vascular diseases, 21 times; and for etiology '"unknown to science, " 14 times.

Data on visual functioning derived by interview by the National Health Survey in
the period 1963/64 revealed that the prevalence rate for the 65-and-over age group
was some 18 times that of the 6-to-64 group, considerably higher than similar ratios
of prevalence rates based on the economic definition of blindness, This would indi-
cate that a visually impaired population, so defined on the basis of visual functioning,
would be relatively even more weighted with older people than is the situation now, in
which the definition is based on visual acuity or peripheral field of vision,

On the basis of the data secured from MRA states in 1965, it would seem that
liberalization of the definition of economic blindness (such as including those showing
an acuity of 20/160 or less) would nc doubt result in relatively greater proportions,
of persons 65 and over, than those under 65 being considered severely visually im-
paired, and thus admitted to registers for such impairment. A liberalization would
result in increased percentages of first additions with cataracts or retinal degenera-
tion among the 65-and-over age group, and decreased percentages with glaucoma or
optic nerve atrophy. In similar fashion, there would be increases in percentages of
first additions to the register in that age group with etiologies due to senile degenera-
tion or diabetes, There would also be decreased percentages of first additions with
vascular diseases and those with etiology "unknown to science.'" Decreased per-
centages do not necessarily imply decreased numbers when the population at risk:
is increasing.

It is thus seen that a change in definition not only affects incidence and pre-

valence, but also the composition of the eligible population in terms of age, race,
affection, and etiology.
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It would appear that whether the liberalization of the definition of economic blind-
ness is in terms of less severe criteria of visual acuity and field of vision, or in sub-
stituting a functional definition for the present one, a greater percent of those so de-
fined would be aged blind.

In view of the fact that there has been some movement to serve those who do not
meet the present definition of economic blindness, and in view of the fact that tie
65-and-over population (most susceptible of all age groups to severe vision impair-
ments) is increasing at a rapid rate, new responsibilities for serving the visual needs
of our senior citizens will no doubt soon be upon us. The necessary planning for these
increased responsibilities by agencies concerned should be under way now. We are
becoming an older people, and only by our adequacy in meeting these responsibilities
can we demonstrate that we also are becoming a wiser people.
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Discussant: Irving D. Goldberg*

I would like to comment on some of the issues covered by Dr. Goldstein, on the
thoughts and questions they raise in me, and on their implications as I see them.

If we are going to be concerned with the statistical implications of the geriatric
blind and visually impaired, then I think we must first be concerned with the available
statistics—in a sense, the state of the statistics. This is precisely what Dr. Goldstein
has done in his paper.

I should like to draw your attention first to some of these concerns. One is the
quality of the available statistics and the usefulness of these data in meeting the prob-
lems that will concern us in this meeting, Dr. Goldstein has mentioned the incidence
and prevalence of blindness and severe vision impairment. The available data, he
pointed out, are inadequate for making estimates for the United States as a whole,

At least they are limited and subject to great error. He referred to the National Health
Survey data, the limitations of the NHS interview samples relating to blindness, and
the very small numbers involved in the examination surveys which they have conducted.
These limitations of the NHS data on examinations are virtually dictated by practical
considerations. The bulk of the data on blindness that we use today in this country have
come from studies initially done by Dr. Ralph Hurlin, and subsequently from the Model
Reporting Area to which Dr. Goldstein referred; and these data are largely, or entirely,
based upon the registers of blind persons which the various states around the country
maintain. Thus, one has to be concerned with this primary source of data since so
many estimates and so many decisions are going to be based on the statistics they
produce. Dr. Goldstein pointed out the limitations of these data, the problems of re-
porting, the effect of delays in reporting among the diagnosed, and the statistical
problem of the undiagnosed. I think this concern leads us to emphasize the importance
of not relying on a single instrument to tell us what the state of the statistics is with
respect to blindness and visual impairment, and specifically with regard to current and
future statistics on the geriatric blind.

R | Now I would like to comment on two aspects which appear to me to be extremely
\ important., One has to do with the undiagnosed, and the other with the diagnosed but
unreported.

From some studies, such as those done by Dr. Josephson in Cleveland and else-

where, there is evidence that the undiagnosed tend to predominate among the aged.
So, if we are going to relate the currently available statistics to the problems of ag-
ing, then we have to pay careful attention to the potential importance of factors about
which we may not have much information, What is the extent of the problem of the
undiagnosed blind from the geriatric point of view? I think we must take steps to

{ answer this question. I referred above to the need to rely on more than a single

| source of data, Possibilities exist, through surveys or other means, to determine
the extent to which the reported statistics on blindness and severe vision impairment
among the aged understate the total problem because of the exclusion of the undiag-
nosed group in such statistics.

With respect to underreporting of the diagnosed blind to registers, I think it is
important to note Dr. Goldstein's reference to the fact that persons aged 65 and over

*Mr. Goldberg, formerly Assistant Chief, Biometrics Branch, National Institute of Neuro-
logical Diseases and Blindness, is now Chief, Evaluation Studies Section, Biometry Branch,
National Institute of Mental Health. (Note: Mr. Goldberg also serves as Chief, Register De-
velopment and Studies Section, Biometry Branch, National Institute of Mental Health.)
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represent the only age group that did not show an increase in blindness prevalence
during the 1940-to-1960 period; and also to note that these data were largely based
on registers. As some of you know, I was associated with Dr. Goldstein throughout
the development of the Model Reporting Area program up until about a year ago,
and during that experience I became increasingly aware of the variation in the re-
ported statistics among states, and of the intricacies and problems involved in re-
porting. One of the aspects was the effect of various state programs on the reported
blindness statistics. For example, when Aid to the Blind was the most economical-
ly advantageous benefit that a visually impaired person could obtain, the welfare
department (or other state agency involved) was able to identify the blind persons
through the required ophthalmological or optometric examination. However, when
the financial benefits of other new and modified programs (for example, Old Age
Assistance, Medical Care for the Aged) exceeded those of the Aid to the Blind in
some states, it was advantageous for eligible blind persons to avail themselves of
these other opportunities. Eye examinations were not required in those programs
and hence not obtained on indiviauals, who thus did not necessarily become diag-
nosed as blind, and hence did not become known to the register.

This, then, is an important consideration, and I think if we are going to go
fr=ther in finding who the blind and visually impaired population are, we have to
involve these other agencies. Most, if not all, of these agencies would be con-
cerned with the geriatric population, and hopefully somehow we may be able to ob-
tain ophthalmological examinations on a good part of the population, perhaps after

a screening procedure to detect the suspect blind. This may not be as costly as we
might anticipate initialiy, since an effective screening procedure can greatly re-
duce the number of persons who have to undergo a more costly thorough examination.
Dr. Coldstein's experience with the effective use of portable vision testing machines
(operated by lay persons) in surveys in Egypt indicates that screening procedures
can be feasible on a large scale.

I think we ought to bear in mind, then, such things as the source of the data
and the potential for additional information. There is a need for more work on the
completeness of reporting of the diagnosed blind, and for more information on the
undiagnosed, on the duration of survivorship among the visually impaired, on the
effect of various diseases on the problem of blindness, on sight restoration, and

so on. What is the relationship between the prevalence of cataracts by age and the
age distribution of persons operated on for cataracts? If the incidence of cataracts ex-
ceeds the cataract operations among the aged, then this will become an increasingly
important problem among the elderly, and early restoration of vision becomes an
important concern. This leads to another vital issue or question we have to look into,
namely, what are the causes of blindness and what can we do about them ?

Parenthetically, I would like to note my disturbance over our free use of the
term '"blind" in a statistical framework, since that term implies a universally

single definition, which of course does not exist. In any event, from blindness data
such as those presented by Dr. Goldstein on age, race, sex, and cause of blindness,
we can begin to see the patterns that are arising, and to be guided, somewhat at least,
in the directions we might take with respect to future work in the area of visual im-
pairment. But I am particularly interested in the emphasis he has given to the
question of degree of vision, I think this is one of the most important concerns that
we have to consider—more specifically, the question of functional vision. Adminis-
trators and researchers (perhaps none more than Dr, Graham) have been aware of -
this need for some time, but there have invariably been stumbling blocks in the ef-
forts to obtain statistics in this area. How do we measure functioral vision? How do
we identify the population with special needs because of their limited functional
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vision? And, how do we identify the factors that make up functional impairment?
Will this aspect be an increasing concern with increasing life expectancy due to the
other coexisting medical or physical handicaps among the aged?

It was apparent from Dr. Goldstein's comments that functional impairment of
vision is a relatively much greater problem among the aged than among these under
65 years. It would seem to me, then, that a great deal more emphasis must be
placed in the coming years on this particular aspect of measurement of visual im-
pairment, much more than our efforts to date. Somehow, we have to find a means
of removing the barriers which have kept us these many years from successfully
attacking this problem. We need better data on the extent of the problem of visual
impa:rment so that we can plan better how to meet the needs that arise.

One must ask whether 20/200 is the proper point of demarcation of visual
impairment. In this regard I am continually amazed at our consistency in falling
into an inevitable trap. In so many publications note is made of the inadequacy of
the 20/200 definition. But, having acknowledged this deficiency, we then proceed to
develop a project, or discuss a blindness issue, around the 20/200 definition, This
path of least resistance may seem to be the only recourse because so much of our
available data, so many of our blindness statutes, and so much of our interests are
centered at the 20/200 level of vision. This is what dictates our decisions and our
direction, and I think we have to exert concerted effort to find some other means
by which we can be better guided as to what directions we should take; and this
means getting away from the firmness of 20/200, getting deeply involved with the
problem of functional vision, and concerning ourselves with related issues requir-
ing resolution, We must begin to think about criteria other than 20/200. I am sure
you will agree that this is not the ideal point of demarcation, and certainly not when
considering the geriatric population. Breaking down the barriers to a more useful
definition or criterion is not easy, as we well know, but I do not think we have ex-
erted sufficient effort in this direction,

The basic issue here is the question of the definition of blindness. We first
have to define the problem facing us. What are the problems we are concerned
with regarding the geriatric visually impaired? Certainly there is more than a
single problem involved, and there is no single approach to the resolution of the
problems associated with geriatric blindness and vision impairment. We must
give sume thought to this issue. Then, in light of these concerns, wé have to define
what we mean by visual impairment. What are the different needs that will arise
and how are we going to get the data we need to answer the questions which arise?
This is the general framework which should guide our statistical thinking.

What are some of the other specific questions and issues confronting us? I
have referred to the measurement of functional vision and other aspects of degree
of vision. What can we do to add to our knowledge in this area through large-scale
studies and sample surveys? We should direct some attention to this. How do we
identify the undiagnosed blind in the various aid programs that I previously referred
to, such as Old Age Assistance? I think we also have to give attention to the effect
of age at onset of impairment. This has always been a very difficult thing to measure,
and because of this difficulty we have been diverted from paying sufficient attention
to the issue, which accounts for the lack of adequate data relating to age at onset.
So many people have stated that the age at which a person's vision becomes severely
impaired is an important factor which may seriously affect his ability to carry on
most efficiently and effectively. What does this mean for the aged? This question
certainly requires our attention.
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In what direction and to what actions do our statistics lead us? We can become
concerned with the various aspect$ of prevention—primary, secondary, and tertiary.
Where shall we direct our efforts?

In primary prevention we are concerned with the occurrence of disease. Should
we simply sit back and await the arrival of Dr. Goldstein's "army" of 275,000 geriatric
visually impaired persons? And in greeting this army, how are we going to face up to
the problems associated with the number and kinds of personnel and facilities which
will be required to meet their needs? Or, do we attempt to reduce the size of this
army to a mere division by exerting greater efforts toward preventing the occurrence
of blindness through the control and prevention of diseases or conditions that lead to
visual impairment? This approach was successful with the attack on retrolental
fibroplasia. What is the potential for reducing the effect of dinbetes and vascular or
other diseases which adversely affect vision, particularly as one approaches the
older ages? This seems to me to be an extremely important area for us in which to
invest our time and energies. Perhaps we should align ourselves more closely with
various disease programs, so as to help us determine how to take better advantage
of the potential for primary prevention.

In what direction shall we move toward the control of disease, such as early
control of glaucoma? Then, what is left for us to do in the form of rehabilitation?
What is going to be our load in rehabilitation and what facilities and people will we
require to meet these needs? What special problems will this create? What kinds
of research do we have to conduct in this regard?

Certainly, we must consider all of these questions and others, so that we can
give appropriate attention to every aspect of prevention. Our future efforts should
be properly balanced.

In conclusion, it is apparent from Dr. Goldstein's excellent paper that we need -
a great deal more information than we now have; and we must give more careful at-
tention to the statistics we do have, if we are going to direct our efforts to a more
or less balanced program in meeting the problem of geriatric blindness.

Summary of the Goldstein/Goldberg Discussion

The topic of definition of blindness proved, as expected, a lively one. To begin
with, the importance of a definition is rather more sociological than statistical, in
the sense that the reliability of prevalence, incidence, and trend-pointing depends on
how we define visual impairment. Dr. Goldstein was careful to say that the defini-
tions he cited were "economic' definitions of blindness (although they are widely, and
incorrectly, called ""legal"), and he opined that there would be fewer problems if we
restricted the meaning of blindness to total lack of visual perception.

On the other hand, practitioners pointed out the difficulties of identifying what
we mean by the effects total blindness. Evidently the functional definition of, oruse of,
remaining visual powers determines behaviorally whether the person is, or is re-
garded as, blind. Furthermore, it is difficult to use any current devices to aid
in such determination because of the difficulty of establishing benchmarks at the low
end of the scale of acuity (whether near or far). Rather than diversifying or liberal-
izing definitions of blindness, some felt we should encourage the use of multiple defi-
nitions; for compensation, for service.
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Obviously, having no definition at all would not be desirable: and there seemed
to be some concensus that a series of definitions, each serving a different purpose,
would be useful. On the matter of device usage in screening for visual impairment,
Golstein reported that when the Titmus Optical Screener was used in Egypt by
physicians and ophthalmologists trained in its use, very few ''false negatives' were
picked up; rather, there tended to be an overreferral of false positives, which at
least is in the right direction. Retests showed high reliability.

There seemed to be general agreement that there is underreporting of '"blind-
ness'’ in the United States. Yet, in the matter of modifying the number of blind
through cataract surgery (a topic on which there is some literature), there is
‘ overreporting, in the sense that there is an implication in incidence figures for
change which the individuals who have cataracts are not willing to undergo. We come
‘ here, again, to the matter of function, and its relation to the services offered the
visually impaired individual.

There was some feeling that one of the first steps one could take in defining
needs (which apparently would lead back toward definitions for service), isto ask
a group of persons becoming both aged and blind to define their needs, and to dis-
cuss their functioning, Those involved in the National Health Survey study apparently
felt that this was a viable approach, and indeed used it, to an extent, in their own
work, at least as far as they could elicit attitudinal data after concluding a formal
interview schedule. In those data it was clear that although about three fourths of
the respondents in the group of those over 65 years of age admitted limitations of
activity, only about a third attributed that limitation to visual impairments; the
rest attributed it to other conditions they had along with visual impairment.

From the researcher's point of view, the restrictiveness of a definition of
visual impairment depends very much on the amoui* of money available: if you
| have sufficient money and can do an elaborate study, you can make the definition
? as restrictive as one would like, I not much money is available, the sample size
i must be reduced, or the definition must be loosened.
P
|

Also, on the matter of age itself, a simple distinction between those under and
those over 65 is, of course, not enough: both groups are too heterogeneous. What
is the "point of impact” of visual impairment by age in both groups? Obviously,
the meaning of visual impairment, in ierms of level of function attained by the in-

! dividual, in terms of services one could provide him, in terms of the needs he
| knows about (and the needs he could be informed about), will vary. Intelligent
social planning must, indeed, take these matters very seriously into account,
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THE SOCIAL AND CULTURAL CONTEXT OF AGING IN AMERICAN SOCIETY

Robert A. Scott

It is 2 bad strategy, Iam told, to start a paper with an apology. Some persons
believe that by so doing, one runs the risk of diluting the force of whatever merit may
be found in the content and argument of the paper. Worse, such a strategy may make
the author appear to be ill informed on his subject, a prospect which should have been
more carefully discussed when the plans for presenting the paper were first being
negotiated. I acknowledge these hazards, and yet I feel compelled nevertheless to
apologize. Indeed, were I not to do so I expect I might be judged guilty of fraud and
deception, and properly so. My apology is principally personal, but it is a profes-
sional one as well, The perscnal one stems from the fact that I am attempting in
this paper to inform you on a subject about which I can claim no authoritative socio-
logical expertise, I am not a student of the sociology of aging, nor have I had the
benefit of any systematic exposure to the full range of social science literature on
the subject. My analysis therefore will not be the kind of creative, analytic pres-
entation I would like it to be. The best I can do is to bring to bear on the subject of
aging what I hope is a reasonably competent sociological perspective. The paper will
consist largely of an attempt to integrate some of the things that other social scientists
have had to say on the subject. This brings me to the second aspect of my apology. It
stems from what I have found to be the surprisingly incomplete state of social science
knowledge about aging in society. I have been struck by how little hard-core scientific
data there are concerning the personal and social problems and experiences of those
who are the aged in our society, and of any genuine attempt to describe social reality
from their point of view. Much of the literature on aging—even some of the best of
it—is conjectural. My apology on behalf of the social sciences stems from the rather
incomplete status of sociological knowledge about this very important segment of our
society.

In one sense, of course, the comparative neglect of this problem is but another
manifestation of the more general neglect of the aged in this culture. Our's, of course,
is a youth-oriented culture, and many of its most cherished values are associated with
youth, hope, and the future. I shall make no attempt to apologize for all of American
culture, being content to limit myself to my own discipline and to my training in it.
Much of what I have to say here consists of untested hypotheses and educated guesses
about what is thought to be the case, rather than of hard-core empirical data concern-
ing what is in fact the case. Having warned the reader of my limitations as well as
those of my discipline, my conscience is now clear and I can proceed. “

The subject is, of course, the social and cultural context of the aged in
American society. Perhaps the first question we need to consider is what the problem
of aging has to do with blindness. The answer is a simple one: To a very great de-
gree the problems of blindness are the problems of aging. This fact becomes clear
as we review what is known concerning the demographic and social characteristics
of the blind in America.
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As you may know, estimates of the number of blind persons vary widely from
study to study. One report estimates the number at slightly moxre than 400,000 (1);
other studies place the figure at closer to 1,000,000 (2), Despite these rather alarm-
ing differences, there is one point on which all studies appear to agree. It is that a
majority of persons who are identified as blind, according to the currently accepted
adminiscrative definition of that term, are in age groups in which retirement is either
imminent or achieved, Hurlin has estimated that nearly 70 percent of all blind persons
are 65 or older; and in a recent report by the National Center for Health Statistics,
it is estimated that 67 percent of persons classified as blind fall into the age group
around 65 (3, 4). These several prevalence estimates of blindness all report that
most persons who are blind are elderly. This fact indicates that any effective sys-
tem of social and welfare services for the blind must be based upon a thorough usnder-
standing of the aged in American society. This paper will identify and analyze a num-
ber of the salient components of the social and cultural context of the aged in our
culture,

One beginning for this analysis is to identify the persons about whom we shall
be speaking and to explain why they are becoming the focus of so much special at-
tention, The aged in our society are usually defined as persons 65 or older. At the
present time it is estimated that they comprise slightly less than 10 percent of our
population, which in terms of numbers amounts to about 19 million persons (5). If
we examine the census data of this century, we find that there has been a sharp in-
crease both in the number of elderly persons in our society and in the proportionate
contribution their numbers make to the total American population. At the turn of
the century, for example, about 4 of every 100 Americans were 65 or older. By
1960, this{figure had doubled to 8, and at the present time it is nearly 10, Demo-
graphers believe it unlikely that the aged will ever comprise more than 10 percent
of the population. On the assumption that they are correct, we can estimate that by
1980 there will be about 24 million older persons in this country, and that by the year
2000 their ranks will probably number 28 million.

This meteoric increase in the number of elderly persons, and in their pro-
portionate contribution to the total population, is a result of certain major advances
in medical science and of a sharp increase in the standard of living in our society.
Both of these developments have produced a dramatic increase in life expectancy.
The increase in the elderly population is not a result of the fact that the human life
span has increased, although it has indeed increased slightly since the turn of the
century (6). It is rather that the infant mortality rate has been so dramatically reduced
by the factors I have mentioned. The result of this decrease is that many more per-
sons than ever now survive childhood to live to old age.

It is not their numbers that make of the elderly a matter of increasing concern
to social policy planners in our society. The concern arises when we view their
economic, social, and health characteristics in the context of the major social and
cultural changes which have been brought about by industrialization, I shall try to
touch on some of the salient points about these changes.

When a society industrializes, all of its major social institutions are dramatical-
ly affected by the process. One of the social institutions most profundly affected is the
family. The reasons for this are as follows. As the economy of a society moves from
an agricultural to an industrial base, the place of work customarily shifts from the
home to the large factory. In the home all members of the family, including relatives,
participate in the production of goods, whereas in the factory only one family member
is employed. One consequence of this shift from home to factory is, therefore, that
a worker is no longer able to employ a large number of relatives, nor is he able to
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earn enough to support any one other than his own immediate family. As a result, the
immediate, or nuclear, family comes to replace the large extended family as the
primary form of family life,

The nuclear family tends to be small. There are two reasons for this, First,
the period of economic dependency of each child on his family lengthens as more train-
ing becomes necessury for employment. As this prolonged dependency is a drain on
family income, a large family hinders the aspirations of both parents and children to
improve their place in the community. Second, in pursuing « career it is necessary
for the wage earners to have the freedom to move from one location to another in
search of better job opportunities. A large family makes it impossible for him to do
so. The nuclear family is also characterized by a reticence, and to some degree
even an inability, to incur long-term obligations to groups or persons other than itself,
Lasting commitments to parents and relatives mitigate against the family's freedom
to move quickly and with a minimum of personal loss.

The consequences of these various changes for older persons are obvious, As
their children grow up, they move away from the home communities one at a time,
until the parents are finally left by themselves, If they become ill or disabled, their
children find it difficult to care for them without incurring unusually high social and
economic costs. In effect, the basic family unit is no longer structured to care for
its aging members. The fundamental nature of the problems this creates can be ap-
preciated when we examine the health characteristics of the elderly, their economic
position, and their ability to continue to 1* "2 independently.

21e gquestion of the health status of the aged in American society is, of course,
one about which there is currently a tremendous amount of discussion. While many
aspects of this question continue to be controversial, there is one very important
fact about which there is no disagreement, Among the elderly, chronic and degenera-
tive conditions are the norm rather than ths exception, According to one report, about
4 or 5 elderly persons studied suffered from one or more chronic conditions (7). This
figure is nearly twice the proportion found in the population as a whole., Many of these
conditions apparently create fundamental limitations for the persons who have them,
The study found that 45 percent of those over 65 have conditions that in some way limit
activities of ordinary living, Most of these limitations were found to be moderately

- gevere. About 15percent of the elderly persnns who were studied reported that their

condition prevented them from either working or keeping house; and another 18 per-
cent felt that they were prevented from being as mobile as they wanted to be. These
figures indicate that chronic health problems are a normal condition for most aged
persons; a state of complete health is a comparative rarity in this segment of the popu-
lation (8).

Chronic and degenerative diseases affect adjustment to retirement in at least two
ways. There is the problem of maintaining some reasonable degree of independence
despite the condition; and there is the problem of meeting the costs that result from
obtaining necessary medical care. These costs are apparently quite high, One study
found that about one of every six elderly persons was hospitalized during any given year;
that the average length of hospitalization was twice as long as for younger persons; and
that the average costs of the medical care amounted to nearly twice those of younger
persons (9). These figures show quite clearly that the health status of the aged, and
the costs involved in obtaining adequate medical treatment for them, are two core
aspects of the social problem of aging in our society.

Another of the major problems of aging concerns certain social and economic
components of retirement. It is the custom in our society for persons to leave the
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work force at or near the age of 65. Several assumptions are commonly made about
retirement; it is worth examining them in light of recent research, Neugarten has suc-
cinctly summarized the "folk view' of retirement in the following way. '"We commonly
assume that most men want to work as long as they possibly can and that retirement

is therefore a harmful thing, This argument holds that self-respect is based upon the
earning of a living. Without the economic function to perform, a man loses much of the
meaning of life, feels worthless, perhaps depressed; in turn, the feelings lead to a de-
cline in physical health" (10). Several of these assumptions are partially or entirely
contradicted by the findings of recent studies, In their study of the social meanings of
work and retirement, Friedmann and Havighurst found substantial variations in attitude
toward retirement between persons who were situated at different places in the occupa-
tional prestige structure of the society. They report that in the more prestigeful occupa-
tions, the social and psychological meanings of work are almost as important as the
economic, As a result, a man's personal identity is intimately connected with his work
career, This does not appear to be as true of workers in the lower prestige occupations.
For them, work is less involving, so that personal identity is not intimately tied up with
employment, They conclude that highly skilled white-collar workers, executives, and
professionils are the persons who are most likely of all to have the desire to continue
working after the age of 65 (11).

Retirement in our society involves profound changes in an individual's pattern of
life. It affects the way in which his time is organized; basic social relationships involv-
ing work colleagues are disrupted; fundamental changes occur in the manner of his parti-
cipation in family and community affairs. How individuals adapt to this event is, of
course, determined by their social experiences and personal characteristics. To the
average person, however, adjustment to retirement also depends on the amount of
income he receives after work stops, and whether any drop in income is perceived by
him as a hardship or deprivation,

On the average, of course, most elderly people receive less income than younger
persons who are working. Lenore Epstein, in her study of the income of aged persons,
found that for two-person families in which both members are over 65, the median in-
come is nearly $2,900 (12). By comparison, the median income for two-person families
under 65 is slightly more than $5,300, or a difference of about $2,400. Her study also
found that whereas the nonmarried man under 65 has a median income of $3,371, his
counterpart over 85 receives a median income of only $1,365, a difference of over $2,000.
Nonmarried women under 65 receive a median income of about $2,150; their counter-
parts over 65 receive only $1,015, It is important to keep in mind that the figures for
persons under 65 used by Dr. Epstein are based on data for the 1960 census; data for
persons over 65 are based on materials collected in 1963, It is reasonable to assume
that the median income of persons under 65 increased from 1960 to 1963; as a result,
the true differences between these two age groups are probably greater than the ones
she has reported,.

The amount of income a person receives is, of course, an important measure of
his economic status. Perhaps of even greater importance than this, however, is the
degree to which this income adequately meets his needs. There are no genuinely re-
liable measures of the adequacy of income. The United States Bureau of Labor Statistics
has attempted to construct a budget that they felt would enable an elderly couple or a
single person living in a city to manage an independent household at a modest but ade-
quate standard of living (13). They report thatabout 72 percent of elderly couples have
incomes that enable them to live moderately but adequately. This is true for only 32
percent of single men, and only 17 percent of single women over 65. There is one
qualification of this finding. The study assumed that the budget would be adequate for
persons who enjoy good health, As we hava already shown, this assumption can only be
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correctly applied to a minority of older persons. Most of them have at least one
chronic or degenerative disorder. As a result, the findings have to be substantially
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revised in order to take this fact into account.

The exact meaning of these figures, and the issues underlying them, will prob-
ably be debated for many years to come. At the moment I believe it is fair to say
that the financial position of most elderly people in our society is not a comfortable
one. A majority of married couples can manage on their own incomes only if they
are in good health; the great majority of single persons, and especially widows, do
not have enough income to live independently regardless of the state of their health.

A final aspect of the problems of aging that I want to discuss concerns current
living arrangements, According to one study, most older persons continue to main-
tain their own households (14). In 1960, more than one half of persons over 65 were
living independently in their own dwellings. This arrangement is the one most pre-
ferred by the persons interviewed and by their children as well. Ethel Shanas has
found that older parents generally live near at least one child, and 83 percent of the
older persons she interviewed said they preferred their own households. Nearly the
same percentage also said they saw their children at least once each week (15).

A key question about the relationships between elderly parents and their adult
children concerns the extent to which the former are willing or able to assume re-
sponsibility for their parents, Sussman and Shanas have both shown that most adult
children expressed a willingness to shoulder these responsibilities (16). They also
found that intergeneratioral ties are strengthened more often than weakened by
widowhood, illness, or the onset of extreme old age.

There is one respect in which a long-range shift has occurred in the relations
between elders and the current adult generation, The economic support of the aged
has been the function not of the family, but of government and economic institutions,
through the growth of social security pension plans, Neugarten, in her analysis of
the literature on this point, reports finding little evidence that social and emotional
ties between parents have lessened in any way (17).

There are two other points I want to discuss. The first concerns the changing
character of the geriatric problem in our society; the second concerns the state of
our knowledge about the special needs of aged persons who are also blind.

How an individual adjusts to retirement and the nature of the social problem
of aging in a society are the joint product of the historical, economic, political, and
social characteristics of the times, and of the personal life experience of the individuals
who are involved, All of these factors are in a constant state of change; as a result,
the personal problems of retirement and the social problem of aging are themselves
continually changing as well. Neugarten has captured this point very well; I want to
quote from her writings at length, She says: ''The persons who now constitute the
aged population in the United States are different from those who will follow because
the world in which children grow up is constantly changing. People aged 65 or over in
1965 were born for the most part between 1880 and 1900 and grew up during a period
of great economic expansion and general optimism in America. Although the frontier
had disappeared, its spirit was still prevalent. A lengthy education was the exception
rather than the rule; for the average person, formal schooling ended with the eighth
grade, Many unskilled jobs existed for youth and for the large numbers of foreigners
who came to make a better life in the New World. A young man could get ahead, or so
the rags to riches novels of Horatio Alger told him, with persistence, thrift, good man-
ners and morals; and of course a bit of luck. A man expected to work hard and to work
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all of his life. If £x able-bodied man failed to make a living for his family, it was con-
sidered a disgrace aad an indication of personality detect. Pension plans and social

security did not exist, but if one put aside a bit of money regularly, one presumably
would be protecied against any illness that might come with old age,"

"The people who are old in the 1960s were already adults in the period of rapid
technological and industrial chunge which marked the first half of the twentieth century.
In those decades the proportion of agricultural workers dropped from 30 percent to less
than 10 percent of all workers, and workskills became subject to rapid obsolescence,
Between 1900 and 1935, many Americans lost the conviction that the world was constant-
ly improving. World War I did not make the world safe for democracy, and the Great
Depression of the 1930s brought the realization that the individual's economic success
or failure did not depend solely on his strength of character, Many of today's aged lost
their occupational moorings during the Depression; and, of these, some did not recoup
during the period of prosperity ushered in by World War II, nor did they build up sizable
equities under the federal security program that developed in the 1940s and 1950s" (18).

In contrast to this picture, succeeding decades will see more and more older people
who are native-born Americans. Most of them will have grown up in urban areas and

will have enjoyed the advantages of regular medical care during their lifetimes. Almost
all of them will have had a high-school education and many of them will have gone to
college as well. By the time they reach the current retirement age they will take for
granted pension programs, social security, and government assistance programs of all
types. The social problem of aging in American society will therefore be different in

the years to come from what it is today because the persons who will make it up will

have had a vastly different social experience than the one encountered by the current

generation of elders, This fact is essential to take into account in any long-range social
policy planning.

The final point I wish to make concerns the way in which workers for the blind
have viewed the problems of blindness in the aging population. In a recent paper, I
analyzed the structure and content of services for the blind in the United States, My
conclusions were as follows: "These data show a clear bias in work for the blind in
favor of children and employable adulis and against elderly blind persons. About 90
percent of agencies in work for the blind place exclusive or primary emphasis upon
serving lessthanone third of the blind population; and only 9 percent of the agencies are
seriously concerning themselves with the bulk of the blind persons' (19).

The reasons for the prolifsration of services for a limited segment of the blind
population are numerous and complex. There is one factor which is, I believe,
especially significant in this regard. It concerns the concepts that guide workers for
the blind in the day-to-day practice of their field. Most of these concepts were original-
ly formulated by the founders of organized service programs for the blind. The
demographic characteristics of the blind population then differed in several important
ways from the present population of blind persons. The number of persons in the general
population who survived childhood and lived to old age was low, and the number of
elderly blind persons was therefore correspondingly small. A major cause of blindness
in the adult population at that time was industrial accidents, Ordinarily the eyes were
the only organs involved, so that adult blind persons were healthy working people whose

only handicap was blindness. Substantial numbers of children were blinded at birth be-
cause of diseases that specifically affected the eyes.

Because a majority of the blind in the late nineteenth century were children and
adults of working age, the concepts in this field stressed education and employment,
Through the years, these concepts have not changed in response to changing social,
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economic, and public health conditions, In addition, workers for the blind have
implicitly assumed that these problems of education and employment are inherent

to the condition of blindness. They have mistaken these concepts for the problem

of blindness itself. The blind to whom the concepts cannot be easily applied are

viewed by some workers as marginal to the "real work" in the services for the

blind, This work is believed to be educational and vocational; services for the

elderly, unemployable, or uneducable blind individuals are regarded as marginal activi-
ties. Education and employment are viewed as the only alternative solution to the prob-
lems of the blind. If a person cannot benefit from either service, his problems are
defined as unsolvable, and his case is closed. Consequently, elderly blind persons, the
multiply handicapped, and the unemployable are considered apart from the ''real prob-
lems" of blindness, because some workers for the blind continue to employ archaic
concepts in their service approach.

One of the fundamental challenges of this conference lies in a critical reassess-
ment of these traditional, outmoded, reified concepts about the problems of blindness.
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Discussant: Richard A. Kalish

Dr. Scott provides a hard act to follow. I think his only exaggeration was in his
need to apologize for what he had not done; I am quite impressed by what he has ac-
complished. I would like to comment on a couple of thoughts that his paper raised in

my mind; and then to move into some areas that reading his paper caused me to consider.

First, a comment about money and the fact that Americans think they can do any-
thing with money. You have noticed jars around to collect money for cystic fibrosis;
I observed as I walked by one that an adjacent promotion card stated: '"All we need to
cure cystic fibrosis is dollars!" I thought that was a wonderfully optimistic approach,
and it fit so beautifully Dr. Scott's point. I am involved now in helping arrange a con-
ference in Los Angeles to determine what program topics older people would like to
have presented for their enlightenment, and it might not come as a surprise that one
theme they are extremely interested in relates to money. The middle class (and not
only the middle class, by the way) come out in large numbers when you offer something
on insurance, funeral costs, estate planning, or how to make out wills; and as has been
suggested by research, the major variable related to satisfaction with housing is the
amount of money one has to obtain housing. As a psychologist, I rather hate to admit
that, perhaps, the sociologically-oriented economist might be needed more than
psychologists. Thinking about that, I noticed there was no economist at this conference,
at least judging from the description of the people given. This often tends to be the case.
Very very few people in the field of economics have turned their attention to prob-
lems of human aging. The Gerontological Society probably doesn't have more than
a dozen—perhaps, two dozen at the outside.

One comment on Dr, Scott's point that the people working with the blind have to re-
adjust their thinking to those individuals who cannot work: I think here we may need to
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pay attention to some possible future trends; for example, that it may not merely be
older people who will not be working in the world of tomorrow. Right now we are faced
with a hard core of unemployment that we are told we are going to have to learn to live
with. In the future entry into the work force may be several years later than it is now,
the exit from the work force may be several years earlier, and with a guaranteed an-
nual income, a single male of any age, if he chooses not to work, might merely be
given $200 a month. A married man with two children, if he chooses not to work might
merely be given $300 per month. Employers will provide workers with sabbaticals
that would permit a man to take off for three months or six months and do what he
pleases. We, in our lifetime, I am convinced, are going to have to reevaluate the whole
meaning of work, and of those people who need not work. Perhaps the idea that work is
honorable and great, and that all Americans have a psychological need to work, may
be imposing middle-age values on non-middle-age people. There is a gap here, and

I think those of us in psychology and sociology, and perhaps in other fields, have gotten
so involved with social class differences that we have completely ignored the fact that
an 80-year-old i3 much different from a 60-year-old, who is much different from a
40-year-old, who is much different from 2 20-year-old, although we tend to group all
of these people as "adults."

Let me talk now about some of the aspects of aging, particularly those that have
special significance for the visually impaired. First, the social relationships of older
people are limited. They no longer have the work role. Whether they are anxious to
work is not relevant at this point. We know that their relationships tend to be more
with neighbors than with people at some distance. I used to live near an elderly couple;
the husband was a man well into his 70s, visually impaired, and somewhat auditorily
impaired. He was the only man on the street regularly between the hours of nine and
five. This is a problem we don't think about when we say older people should be inte-
grated in suburbs with younger people. This man was the only person around. He was
terribly lonely, and since I occasionally worked at home, I was sought out as a person
with whom he wanted to interact. Social isolation becomes increasingly a problem as
sensory impairment of all sorts occurs. Assuming a modest income, a man of this
age with good hearing and good vision could, if he wanted to, jump in his car and take
off; could, if he wanted to, go with friends to a movie; could, if he wanted to, drive
to see his son who lived thirty miles away. Being older makes these social contacts
more difficult, being sensorily impaired makes them more difficult, and the interaction
of the two makes them, I suspect, geometrically more difficult,

Second is the occurrence of disengagement, a controversial topic in social
gerontology. As a result of past experience, some people utilize disengagement in an
adaptive manner, while others utilize disengagement in a self-protective or even mal-
adaptive manner. Those who work with older people sometimes give me the feeling that
they think anybody who isn't in the middle of things must be, by definition, poorly ad-
justed. But you can ask yourself to imagine, when you are, say 70, how socially active
are you going to want to be? Are you going to want to go out and dance to Lawrence
Welk? The pressures against being active, and for becoming disengaged, would seem
greater for those elderly who are also sensorily impaired,

Third, older people who are sensorily impaired become more dependent upon
others for many things that they do, and for mobility, Living in a town where public
transportation is impossibly expensive, or is basically just impossiblz, as in Los
Angeles, a person on a modest income, if he needs to depend upon public transportation,
just cannot get around. We find that many older people state as one of their major
fears—and this phrase comes up again and again when we talk to older people—'1 do not
want to be a burden upon my family.”" So, although the family may live fifteen or twenty
minutes way by car, the older person will do many things to avoid even telephoning his
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45-year-old child for heip. He may, by the way, be somewhat resentful of the fact that
he feels this way, too. Here again, blindness would greatly accentuate the fear of being
a burden and, perhaps, the resentment as well.,

Now, however, I would like to switch, from focusing on the individual, to focusing
on the society, with particular attention to those who work with older people. I think we
find that those who work with the sensorily impaired place most of their focus on chil-
dren, and that those who work with the elderly place most of their focus on the healthy
elderly, at least on those who can get around. The older, sensorily impaired person
falls right in between the slats.

For example, our society places a great value on productivity. How much do you
turn out? How many publications do you have? We pride ourselves on this. Even given
limitless money, few of us would devote ourselves to a life of pure leisure; participating
in what we would consider meaningless leisure would bother us. We emphasize pro-
ductivity and achievement. I think we also emphasize alertness, although we no longer
kill off the elderly, as some subsistence societies did.

Also, we certainly emphasize vigor. This is important. And our society also
emphasizes sexual behavicr and physical attractiveness: you may look at a photograph
, of Isak Dinesan and say, '"'She's beautiful, " but it doesn't quite stir up the same emotions
3 in you that the face of an attractive starlet might!

We also place a great emphasis on independence. When we address ourselves to
a child and say, "You are tied to your Mama's apronstrings, " it is really one of the most
damning things we can say. Yet there are many sccieties in which the child is literally
tied to Mama' s apron strings; he may be tied on her back or her side, and Mama goes
f around doing the housework with baby-san on an apron string.

Also, I think, we are a future-oriented society, rather than a past-oriented society:
we focus upon the young. And upon education: we value education, or at least its fruits,
tremendously.

All the things I have mentioned are areas and values in which the young have a
tremendous edge over older people. We know the increase in educational level of each
successive age cohort. Something like 9 percent of the whole population in 1900 were
high-school graduates versus something like 60 or 65 percent today. I tried to think of
what values might be generated that would give more value to older people. You might
want to suggest that of wisdom as against education, stability as opposed to impulsivity.
(I thought of Maurice Chevalier's song in Gigi: '"I'm Glad I'm Not Young Anymore,")
The older blind person is even less likely to be productive in society's eyes, to be
vigorous, to be independent.

And then, of course, there is something that Dr. Scott also alluded to that occurs
when we get to the age when we begin to count years backwards. Then, in appraising a
job change, or a marriage change, we begin tc ask: '"How many years is this change
going to provide fo me?" If you are thinking of your career and you are 52 years old,
you may conclude a career change doesn't really make sense. Lco Simmons, an
anthropologist, and others, have indicated that the older person benefits, in terms of
community respect and family respect, to the degree that he maintains property control.
When he controls property, he is respected. When he does not control property, e is
not respected, or not respected so much, although he may be loved more. And today,
even if the older person does control property, middle-aged children usually will have
enough property of their own that what the older person controls is not sufficient to
influence the attitudes of their children. This has come up, recently, in considering
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housing for older people; for example, the older couple may own a $14,000 house that
they want to keep to leave to the child who lives in a $40,000 house of his own. We
find that the older person becomes valued less in these ways. The sensorily impaired
elderly have an even lower mean income, an even lower standard of living, and there-
fore less respect and, perhaps, less self-respect.

So we find limits on the value of the older person, on the value of life when the
remaining segment is brief. How do we apportion our thoughts, our energies, our
time, our money, our grant agency funds? We are told: '"Here is a group of children,
There are one hundred of them. They are all 6 years old, and statistically speaking
they are going to live another 70 years; that is seven hundred years that we are helping
or servicing if we help these 6-year-old children,' If you talk about helping 60-year-
old people, and you want to produce a 700-year service to humanity, you have to have an
awful lot of them. The tendency is not to turn to these older people. How do we com-
municate to people who are steeped in the values of alertness, of independence, of vigor,
of achievement, the idea that the dignity of life of an older person is just as important
as the dignity of life of a younger person? And how do we communicate the importance
of dignity for an older person with major sensory impairment?

We hear a lot of -discussion that ours is a youth-oriented society, and I think this
is the case, But, I think that this is true because we value things that are found in
youth, and therefore that all the propagandizing that we might do becomes irrelevant,
One paper given at the recent American Psychological Association meetings, by
Lawrence LeShan, discussed psychotherapy for the terminally ill. He was involved
in a research and service project in which some 5,000 therapy hours were utilized for
such persons. Almost all of these people—I think there were 80 or 100 of them, per-
haps more—had died within 12 to 18 months of the end of the study. Many of them,
of course, died during the study. Here seems the ultimate challenge, and LeShan put
it essentially this way: '"If you have a chance to help a person who is going to die in
ten minutes, have you wasted your time ?'"" At this end point, we are dealing with the
person whose life is probably valued the least. This, philosophically, becomes our
ultimate challenge. : ‘ ‘ » -

Summary of the Scott/Kalish Discussion

Perhaps nowhere in this conference was the difficulty in sorting out the two
roles we undertook to fill so hard to disentangle. I speak, of course, of the role of
the researcher, pur sang, versus the adviser to program and policy change. Re-
searchers felt themselves entangled in the roles that practitioners play, or else ad-
ducing opinions about the roles that practitioners play; while practitioners continual-
ly urged the researchers to concern themselves with matters directly related to
""needs' and "services'-- both of which words are in quotes because it became ap-
parent to both groups that these are accordion words, expanding and contracting as it
suited the context and purpose of a particular speaker to use them.

Our chairman apologized for stating the matter crudely when he said that one
of the main problems for us to decide is whether the aged blind persons we speak
of are more old than blind, more blind than old, or equally blind and old. We might
expand this characterization by repeating the complaint of one researcher that we
cannot deal with such a huge and heterogeneous population as ''the aged blind, "
For purposes of research, we need a breakdown of this population in terms of social
and cultural measures, in terms of groups with similar characteristics; we then
need some idea of the tools we have to handle some of these subpopulations (the
""hidden blind," and the like), and the kinds of problems faced by aged blind persons
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and by practitioners. Without such data, it is not clear what research can be expected

to do, or indeed whether the problems faced in these subpopulations are soluble or
insoluble.

Complicating both the venue of the researcher and the picture presented by
the practitioner are the conflicting conceptions of the population to be dealt with. In
part this grows out of the lack of clarity in identifying these populations, as stated
above; in part it grows out of traditional definitions of the problems faced by ' aged
blind," as contrasted with the definitions faced by this population in the language of
the opthalmologist, the sociologist, the social worker, the psychologist, and others.
Among these varying conceptions were some of the following.

Ours is a youth-oriented culture, as Dr. Kalish pointed out. Or is it? One
view of the matter is that this definition of our culture was drawn up by Madison
Avenue, and represents the view of a middle-aged society trying to sell goods to the
young. Whether or not this is the case, it is of course true that if this definition is
believed to be true by a majority of people, certain consequences follow. Among
these - onsequences is the fact that there are no national representatives for the
aged, in the same sense that there are representatives of other segments of the
society (in spite of one or two organizations based in Washington, D.C., and highly
voeal in their advocacy of the interests of retired teachers, retired persons, and
so on). What are the implications for research and policy here?

Second, to find out the needs of the elderly blind, it would be wisest not to go
through the usual channels, but to use groups like the associations of the retired,
to ask the elderly blind what their felt needs are, to assess the self-definition of
needs as these persons see them. These self-definitions take on particular re-
levance vis-d-vis rehabilitation. This is so because rehabilitation implies the
taking on of new roles; and one of the most crucial questions one can ask is what new
roles are we to have these persons take on. It might be well to keep in mind, how-
ever, that such organizations may indeed be so caught up in their own self-seeking
that their experience will have little relevance to the problems we are examining.

Third, the direct questioning of elderly blind persons about the needs they have
is complicated by at least two factors: the encroachment of senility, and the limita-
tions of their experience. If an elderly person has an idée fixe about his principal
interest, he may express no other need than his wish to pursue that interest; this
is in part a medicopsychological problem. On the other hand, if he is not senile, but
his experience in old age is limited to the rockingchair, he will not express more

than the minimum need to permit this constriction of his experience. The first factor

may justify a positive response to Dr. Kalish's question about the justifiability of
therapy for the aged, at least in human terms. The second factor may encourage the
proliferation of some current pilot projects which seek deliberately to expand the
experience of older blind persons so that they acquire needs for stimulation and com-
fort and self-expression, Dr. Kalish would caution us, however, against involving
the older person against his will, in the sense that voluntary withdrawal from social
activities is perhaps not uncommon among the elderly.

Fourth, the needs of an individual as they are defined by a worker in an agency
may be limited by many factors, including the services his agency offers, his cun-
ception of the roles that an "ideal client" should fill, and the values the worker de-
fines as important (or which unconsciously guide his behavior choices). One can
underscore this matter no better than in Dr, Miller's hilarious example of the blind

lady who told a friend that " what they are really doing to me is giving me an appendec-
tomy, though what I need is a hysterectomy. But the thing I most dearly want, most of
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all, is a permanent wave," It is not unusual to find a highly competent and inde~
pendent blind person unable to obtain specific kinds of training (in mobility, for ex-
ample) because he is unwilling to accept the "package" of services most agencies
will insist he take, of which mobility training forms a part.

Fifth, there is aiready some knowledge we have we could use, For example,
we know that it is not always necessary that one should work but rather one should
earn money and he independent. Elderly people can accept help if they maintain
even pseudoindependence. In this area, the need for the participation of economists
oriented toward the problems of old and blind persons was felt to be crucial for the
formulation of wise social policy. Furthermore, we can now orient some of our
thinking toward the question of what we can do to aid the recipient of services from
agencies to negotiate his transactions with the agencies, to manipulate his rela-
tionships with them, and to use his capacity to balance the mix of services to meet
his needs,

Finally, we should be aware that what knowledge we have may not be adequate
or applicable to the problems faced by the elderly blind person. In some respects,
we have more knowledge than we need. Moreover, the value judgments we must make,
which will tell us what to do, must be made independently, as citizens and not as
scientists. There is a danger that our guilt over what was traditionally regarded as
the "meeds’ of blind and/or elderly persons—needs we now wish to disavow and re-
place with needs generated partly out of self-definition and partly out of a broadened
range of life experience we offer elderly persons—will snare us into remoralizing
what the ""needs'' of older blind persons ''should" be.

Perhaps our greatest need is to guard against this liability in the role of ad-
viser to social policy formation, and one of the ways we can do so is to enlist the
services of research—in assessing "needs" by several techniques, by reviewing
critically the programs (pilot and otherwise) set up to meet these needs, and by
careful, even rigorous, evaluation of the effectiveness of the programs in meeting
their objectives. The greatest pressure on us in all this is the need to make haste
slowly; we view the "impending army" of aged blind which Dr. Goldstein has warned
us is to come with a heightened awareness of implications for social policy and pro-
gram planning.
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THE PSYCHOLOGICAL IMPLICATIONS OF SEVERE
VISUAL IMPAIRMENT IN OLDER PERSONS

Jeanne G. Gilbert

There are stresses attendant upon the process of aging and stresses inherent |
in the condition of blindness, and when these two are combined within the same per-
son we can expect this person to experience additional stress. How these stresses |
will be met will be dependent upon the individual himself—his lifelong patterns of i
living and of reacting to his environment. However, I believe we should differentiate
between people who have been blind all their lives and are getting old, and people
who are aging and have become blind recently. With those who have been blind all
their lives we can expect the normal stresses attendant upon growing old, but there
is not the additional stress of blindness because this is something they can be ex-
pected to have settled down with, if they are ever going to. However, just the normal
stresses of aging are many. i

‘ Physically, every person who lives long enough will change. He will change
' in every organ and in every system, and e2ch individual will be different in his rate 1
of change. Sometimes, inthis conference, we have been speaking, it seems to me,
| as if we separate all people as being old wher. they reach a certain age, which, of
course, is far from the truth. Normal aging is a gradual process which becomes
evident in some persons at one age and in others does not appear until much later.
Different reactions to these age changes can be expected from persons who have
been blind all their lives and from those who ha e not. Take the matter of physical
appearance, for example: the figure sags, the hair becomes gray or falls out,
and wrinkl” * come. Whether these changes mean the same to a person who can not
see them as they might to a person who cannot fail to observe them in a mirror is
a moot question. There are some older people who are sighted who spend much
time in front of the mirror trying to hide these changes. If the person is a male, he
parts his hair farther on the side and puts a few stray hairs over to hide the bald
spots. If the person is a woman, she dyes her hair and tries to smooth out the
wrinkles with creams. Other older people will just not look in the mirror, this re-
action being similar to that of the person who wili not go to a doctor to find out what
his physical condition is, because if he does not know about it, there can't be any-
thing wrong with him! So, if aging people don't look in the mirror, they don't
destroy the self-image they had when they were young and beautiful or young and
handsome. Whether this is the same with people who have been blind all their lives,
I do not know, but I suspect that there may be some of that same attitude present.

However, other physical changes we can't avoid knowing about, and the ego
suffers with the knowledge. We can't run fast; we are subject to more physical dis-
orders; our sexual power wanes; and we don't function as efficiently as we used to.
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These changes nobody can escape, and the declines might be especially important
to the aging person who becomes blind because of the consequent impairment of his
learning of essential new skills.

The sensory mechanisms change. Possibly these sensory declines too will
affect the clder person who becomes blind more than the person who has heen
blind all his life because, when a person becomes blind, he has to learn to utilize
his other senses. Now, if hearing and all the other senses have also declined, he
has the additional difficulty of learning to make use of these in a constructive way,
whereas a person who has been used to doing this all his life can probably continue
in his usual way, accommodating to the normal impairment he can expect to experience
with advancing age. Intellectual changes also occur if one lives long enough, but the
declines are differential. Verbal abilities are pretty well retained, whereas others
such as recent memory are lost relatively yuickly. Now, when a person has to
learn new things and he cannot utilize all his sense, there is an added stress for him,
For example, if a blind person's sense of touch has declined it will be harder for
him to learn braille, whereas if he had learned braille in childhood, it would be
much easier for him to continue using it,

Then there is the matter of social changes. I hesitate to disagree with Dr.
Goldfarb, for I admire him and respect his work highly, but I think we cannot
discount the fact that there is a stress on youth today. Not only does advertising
stress youth, but so also does society, in the matter of retirement. We retire people
today at a certain age, regardless of abilities or desires. This is an accent on
youth; there are many people who should have been retired at 30 because they have
never had a new idea in their lives; while others can function efficiently well into
advanced years because they have kept abreast of the times and are full of new ideas,
Also, in this era of desegregation, the only truly segregated group I know of are
old people: we want to put them in retirement homes or in retirement villages; we
want to isolate them from society. My experience with old people indicates they do
not all want this treatment, Rejection by society is particularly evident toward a
person who is both old and blind, because some older people themselves tend to set
their blind peers apart. How the individual reacts to these attitudes depends upon his
lifelong pattern of reacting to and coping with stress. The emotional changes that oc-
cur in aging are usually more a matter of an intensification of earlier emotional re-
actions, or a relaxation of earlier, necessary controls of undesirable traits, than
actual changes in emotion. A person does not automatically become a sweet old
lady, or a benevolent old man, or crotchety, if he hasn't been that way to start with,
A person may always have been crotchety and difficult to get along with, but when
he was in competition with others he found that it was necessary to hide these
traits. When he beromes old, however, he may feel that he no longer has the need to
hide undesirable traits, and he gives them full reign. A demanding young person will
become increasingly demanding as he grows older. He may have strong dependency
needs which become intensified when he has an excuse for them: in older persons,
and especially in older blind persons, they are more likely to be accepted.

Both blind and aging people use many defenses to deal with their problems,
One of the most common of these is denial, As has been reported here, some blind
people deny their blindness. Old pecple may attempt to deny their aging: they are
better than they ever were, they remember better, they can run faster, and so
forth—and sometimes die of a heart attack trying to prove it. Others will attempt
to rationalize and use aging as an excuse for not doing things they do not want to
do. If one has a combination of both aging and blindness it makes a wonderful ex-
cuse for many things., He could not possibly do something he does not want to do,
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because he is not only old, but blind. It can also be used as a wonderful way of
controlling the family. For example, a person who has been in the business or
professional world, a person who has been a very important figure, naturally
likes to retain this figure or image of himself; if he has nobody to control but
members of his family, he will try very hard to control them, Likewise, a
woman who has been the pivot around which the household revolves would like to
retain her position, Her children have grown up or gone away, but she still wants
to hang on to them: ''You can't leave me alone now after all I have done for you.
Now I'm alone and blind, and you want to leave me." Another show of hositility
and bid for control and sympathy may be, ''All right, I'll just go to an institution
where all the other unwanted people are,’” which, of course, usually arouses the
calculated amount of guilt in her offspring. Another defense in the individual's
projection of his own feelings about aging, and his own feelings about blindness.
We all grow up with feelings about both, Many have a stereotyped picture of an
old person who is discarded, shuffling along, and forgetful. Perhaps they also
have a poor image of a blind person. With the combination of the two, the re-
sultant picture may be pretty grim. We tend to attribute these stereotypes to
other people who may not feel this way at all,

Many times an older person's isolation is of his own making. If he was a
bore all his life, he is probably now an old bore. If he had nothing to talk about
except himself and his illnesses, he is probably not now very interesting. If he
feels that he is entitled to be rude or demanding because he is old, or because he
is blind, he will not be accepted. There are, however, many people who are old,
people who are blind, and people who are both old and blind, who accept these
things realistically and are still able to be cheerful, interesting, and happy. Ad-
justment lies within the individual. It does not matter whether one achieves his !
adjustment by disengagement or by activity; this, I believe, should be his personal ‘
preference decision. We workers who deal with old people and with blind people
cannot make this decision for anyone. If a person, sighted or blind, wants to grow
old sitting and rocking his life away, that is his privilege. If he wants to keep
active in life, this he also should have the opportunity to do. We might be able to
help the elderly blind person to understand that acceptance by others will depend
upon how he, as an individual, makes himself acceptable and interesting to them.
There are many people who can and do make themselves interesting, and are
accepted and welcomed anywhere, despite their being old, or blind, or old and
blind.

Discussant: Monsignor Richard McGuinness

I am sure you have all heard that there are three kinds of lies: lies, damn 1
lies, and statistics., We have discussed statistics, and we heard from Dr. Gilbert 1
about the compoination of problems that arise when a person becomes both old and [
blind. Many statistics we have had in the past are not valid because they failed to
isolate factors such as degree of blindness, age at onset of blindness, or cause of
blindness. We who work with blind people are well aware of the way these factors
influence the acceptance of the blind, the degree of adjustment to the handicap, and
so on. I would like to suggest that if we can get more accurate statistics, we will
be able to do a better icob to help people handle the problems that come to them.

Dr, Gilbert contrasted congenitally blind people and those blinded after age 65.
Certainly the age at onset of blindness and the degree of visual loss make a differ-
ence in the ability to handle problems. And sometimes there are other handi-
capping conditions present which aggravate the loss of sight. A severe hearing
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loss, for example, certainly makes the problem of adjustment to blindness worse and
creates all sorts of psychological problems.

Another important factor is sex differences. It is a little more acceptable for a
woman to be dependent and accept help from others than for a man. Natalie Barraga
has shown that degree of vision is not related to the use of reading media. I should
say that this-is true of travel training also. People who are partially sighted some-
times feel, because of their psychological make-up, much more handicapped than
people who are totally blind-and make a much worse ""adjustment" than those who
become totally blind. So the degree of blindness, and the ability to adjust to a new
situation, to accept oneself as a blinded person—all these things have to be taken into
consideration if research is going to provide worthwhile answers.

Again, the degree of family support, the ability of the family to come to your
aid without making you feel totally dependent on them, the degree to which they help
you become independent, the degree to which they help you become mobile—all these
things have to be considered. In collecting statistics I think we certainly have to get
at such factors as family support. What motivational factors have helped people be-
come adjusted to their new condition, to help thex: achieve whatever success they
have had? We can hope to isolate those factors that have helped people to achieve
independence or self acceptance.

We can try to study the conditions that influence the degree of acceptance of
blind individuals by society. We have talked very little about public education, and
yet each author has mentioned the stereotypes that exist about blindness. How do you
break down a prejudice? We can take some lessons from the field of racial prejudices,
for it seems that person-to-person contact, meaningful contact, helps to break down
prejudice—not just talk, not just public education, not just TV programs, not just reading
material, but person-to-person contact in a meaningful way. Maybe the fact that a
sighted person learns to give something of himself to a blind person helps him to see
some of the problems of the blind person. Maybe it is the fact that he has given something
of himself, invested something of himself, learned to value the hlind person, which helps
him to overcome his prejudices. (Consider the whole matter of volunteer activities in
this light.) Maybe it is the need of the blind person himself to make a contribution to
the family he lives with, to the society he lives in, to the neighborhood and area he uses,
which enables him to be seen in a whole setting as someone who is an influential and
valued person. This meaningful, person-to-person contact can be the single best
way to help to break down sterectypes about blindness which aggravate the problems
of the blind.

The field of public education will be referred to a number of times. I imagine
that if we did not have a Vietnam conflict there would be already in existence a guar-
anteed annual wage for everyone—maybe $3,000—and everyone would have this guar-
anteed cellar of income; this would make it acceptable to be at leisure. The whole
problem of accepting leisure is important too, and it takes public education to change
attitudes concerning it. Early retirement, a later entry into the work force, a shorter
work day, periodic sabbitcals—all these things are going to have to be accepted. - We
can't say simply that we are valuable only because we work. We all have to learn how
to accept leisure as part of life.

Another concept I consider important is functional normality. Sometimes people's
whole problem is other people's attitudes. Many times a blind person can do the job he
did before sufiering loss of vision. I have heard of two cases recently in a research.
study investigating blind persons who were successfully employed (in a factory and
a laundry): these blind people both lost their jobs because all of a sudden, the
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employer found out they were blind; his attitude was: "', . . they can't do a job like
that, after all that is dangerous," About functional normality, I think public educa-
tion is necessary to allow the acceptance of blind persons, to allow them the op-
portunity to show what they can do.

Consider the fact, too, that some of our statistics include a lot of people who
may be unjustifiably referred to agencies working with and for blind people. In
New Jersey, 15 to 20 percent of the total caseload each year is comprised of
people who have more than 20/200 vision—or more than the economic definition
of blindness. Yet they are referred because somebody may have a problem, and
this is one way of handling it: the one-eyed, or someone who has a moderate de-
gree of visual loss. I think a great deal of this referral has to do with economics.
The reasons you have a large number of older persons on the rolls include (_1_)
this is one way of getting a $600 exemption in income tax; or (2) a certain amount
of money will come in, over and above welfare payments ( because blind persons
have extra expenses); or (3) schooling is wanted, These are some of the rea-
sons people become known to agencies. They need to express their needs to the
agencies that can help them. What do they want from the agency? Money, school-
ing, housing, casework, jobs, employment, and so on., These are the kinds of
people we find on our caseload lists, to a much larger extent than people who are
already doing pretty well, who don't need help.

It is very hard to isolate the psychological factors that help a person be-
come well adjusted; they are not easily decernible. To deal with people we very
often use physical data because they are easier to handle—degree of blindness, the
age of person, and so on—and use these to determine eligibility. To determine
some arbitrary limit at which people become old, we picked 65; soon it will be
62 or below. When are peopie to be considered blind? Is it really 20/160,
or really 20/200? We know many people who have 20/200 vision who do very well
with themselves and don't seem to need any extra help from others. They have
enough strength to handle the various problems that come along. Other people
who have better vision than this seem to need help. So we use things that are
easily determinable by physical data to determine eligibility for various services.
We should go along with this approach, but at the same time hope to extract enough
extra data that we can begin to do some real research; we need to isolate the factors
that help in achievement,

The ordinary problems a blind person faces—loss of mobility, the frustrations
of blindness, loss of friend's esteem—are accenuated by the combination of aging
and blindness. Is it enough to tell such people to go through the motions, to continue
trying to do what they did before and expect that gradually they will be able to do so?

Have we been enough family-centered in our approach to helping people? How
much is a social worker required to know beyond his basic skills in order to help a
blind person? How much is a psychologist needed? Can we use technicians who are
not as well trained as a psychologist to help people adjust to blindness? To what ex-

tent can we use home teachers, and to what extent are they unable to help people cope
with the problems involved ?

How much can one do if a person does not become involved in his total adjust-
ment ? A person who is being guided the wrong way has to learn to speak up.
" Please don't do it that way. Let's try it this way, it is much easier for me.
Thank you very much." It is required that the blind person himself help to educate
the general public, I have seen many blind persons do so0, and this means @ great
deal more than seeing something in the newspaper or in an ad on TV or radio. The
blind person himself can teach the general public to correct its attitude toward
blindness.
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The final effort, when we counsel blind persons, is directed toward helping
him see all the alternatives open to him, As Dr, Goldfarb questioned; "How do
you make people see the alternatives; how do you help them to accept the things
that they need." Sometimes we use a wooden, highly structured kind of counseling:
"'So, you don't want to use a cane; you don't want to use a guide dog—-fine. But
that means, of course, that you won't be able to get out. You will have to depend
on your family and your neighbors, and of course they won't be around all the
time. They might be sick sometimes. And if you don't like to use the cane, well,
of course, the alternatives now are that when you walk down the street people are
liable to think you are drunk, or maybe they are liable to think you are stupid.

When you ask the bus driver, ' What bus is this?' he is liable to think you can't
read, or you are stupid, or you are drunk, or you are a wise guy."

These are the alternatives we can propose to the blind person. Our goal is to
encourage use of the cane by helping the blind person realize the alternatives to not
using the cane. So to some extent the burden of helping blind persons become accepted
in society rests on the blind persons themselves. We professionals have to help blind
persons take the steps that will enable them to get the help they really need. This
means listening to them so we can help them express themselves and express needs
they have not been able to meet yet in their personal lives.

Summary of the McGuinness/Gilbert Discussion

Service was the dominant keynote of this discussion session. The needs for
service, the delivery of services, the adequacy of services, the strategies for
change in services—all these played a central role as organizing concepts for
the participants.

Yet it is all too easy to fall into a trap during practitioner-oriented dis-
cussions of applications of service systems to blindness: it is all to easy to think
at an almost idiosyncratic level of abstraction, For this reason, it was urged
on practitioners that much can be learned from consideration of the role some
current psychosocial variables may play in the structuring of service and the
delivery systems set up for rehabilitation. Among these, we would include
socioeconomic status; status differences; levels of education; levels of occupa-
tional achievement; self-image; prejudice; roles and status; socialization;
deviance; stigma; stereotypes; group structure and function; reference groups;
autonomy and independence; bureaucratic structure; mobility; and so on. It
was generally agreed that by translating discussions of service systems into
these terms (or others equally potent), one can help to avoid arguments or
analyses that are merely ad hoc, merely rhetorical, and merely self-defensive.

In using these concepts, we can think in terms of four target areas in the
population. The first is that contained in the organization system of blindness
work, and the system of delivery of treatment (for example, services). The
second group is the lay group of the public. The third is the reference group or
groups of the blind individual himself. The fourth target is the individual himself.

These conceptual tools are strongly recommended for discussion of the field
of the practitioner, mainly because they nilp us to get away from the individual-
ized, anecdotal discussion common in this field, Without some perspective, away
from the common, first-order level of analysis, we soon find ourselves hopelessly
far away from that level of discussion at which we can think efficiently in terms
of strategies of change. Without these tools, we often end up merely by saying
that "', . . peopie need more help, they need more services, we must be more
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humane, we must understand the client better,' or that we must treat one or another

set of particular factors.

Yet our greatest constraints are our limitations in psychic, manpower, and
economic resources. The basic question then becomes: " How can we select a
strategy of change that has the best potential yield?' Andwe may choose the variables
to maximize or minimize at either the input or the output end of that relationship.

Consider, for example, the application of one traditional tool of rehabilitation
to the population of elderly blind persons: education. It is an interesting intellectual
exercise to determine what trade-off one can expect by teaching these persons, as
part of the rehabilitation or service pattern. And this is a question to be posed after
one has answered the even more basic question of the need for special education
among the aged blind!

Compounding our difficulties with conceptual tools were some disagreements
about the process of aging. Fortunately, some of them lend themselves to resolu-
tion through the research process. Here are some examples.

First: retirement is something older people are pushed into by middle-aged
people. The popular notion is that the older people resist this pressure; yet the
people who might really wish to die with their boots on are likely to be profession-
als. Most people derive their notions about retirement from what has been achieved
during the last thirty or forty years, largely through the efforts of unions. Certain-
ly it is true that people like what work beings them--money, social relationships,
and a reduction in psychosocial distance between what they desire and what they
have; but do they like work? It should not be difficult to do a study in which we would
control for age and disability, and then see whether there is a difference between
the retired nondisalled and the younger populations.

Second: housing for the aged. Fifty-year-olds are not pushing 70-year-olds
into Sun City. The idea that younger people divorce themselves psychologically
from their aged parents may have arisen because there are a number of lonely
elderly people who have no children; yet surely there is a sizable number of older
persons who are isolated from their children by their own choice. Some research
done at UCLA and at USC indicates that people living in retirement communities
have a higher frequency, and a larger number, of social relationships than those
in nonretirement communities, but there are many reasons why this may be a
highly selective process.

Third: on the common observation of the clustering together of sensorily
impaired persons. We might hypothesize that this is an "' easy way out”; it seems
to be a common behavior pattern found in age grading, among the sensorily im-
paired of several types, all-male and all-female groups, ethnic groups, and many
others,

Fourth: the matter of personality changes during aging. We often assume
that crotchety old persons are likely to have been crotchety young persons, but is
it so? What is the meaning of "adjustment" in this context? It is evident that
well- conducted longitudinal studies could settle this question once for all. We know,
for example, that certain personality characteristics assist in making the well-
adjusted younger person, but a not-well-adjusted, or downright maladjusted, older
person; among these would be strong needs for achievement, and the function of
vision s ""seeing."
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| There is obvious need for what some have called "crossdisability" re-

| search to help answer questions like these. In fact, except for some peculiar
historical circumstances in the field, there is nothing unique in the problems
faced in research with the blind—or at least the whole question of uniqueness
is a researchable one. We might first seek to understand what is similar,
and what is different, among the problems faced by the several disability groups.

E One intriguing possibility in crossdisability research is the opportunity to join

E the gap between the discovery of knowledge and its application, to conduct re-

j search on how that gap may be joined. One example is to ask how practitioners

’ can teach, train, or educate handicapped persons (regardless of the nature of

) the handicap or disability) to survive the system of services—to negotiate among

| agencies to get the particular "mix" of services they want. Some models might
actually be found among the group of persons who have successfully negotiated
the agency maze. One might also take into account the model mechanism, for
national effort, of the heart/stroke/cancer program, and of course the concept
of an ombudsman.

|

’

' The ""burning question" in our minds throughout this discussion is the

i shadow of that army of the aged blind of whose approach Dr. Goldstein has

] warned us. Because this particular discussion dealt with the problems of the
practitioner, it has concentrated on issues of social research; yet we are not
unmindful of reducing some of the problems to the biochemical or neurological
level; for example, we may well be interested in what are the consequences for
kinesthetic and other sensory experience of diminishing vision in the elderly

I person. We are certainly also aware that, in a medical setting, there are those

; "successful patients' who have negotiated the complex of medical treatments

’ available to get what they want. Yet there are some consequences of the study

| of visual impairment by medical practitioners worth considering. It would seem,

} for example, that (1) it is better to have no vision than to have deiective and un-

] stable, or detiorating vision; and (2) it is better to have no vision early in life

| than to have defective vision at any time. These are, of course, quasiscientific,

i philosophical statements; yet they have relevance to the delivery system fer

3 services. It is possible that there are implications here for impairment dif-

ficulties which are "better left alone' ? Furthermore, loss of vision in later

{ life may also be associated with brain damage. And there is the matter of post-

cataract removal psychosis, a condition that is persistent, if not indefinite,

in duration.

The matter of brain damage is a serious contender for our attention. In
a developing individual, it may result in an eccentricity in walking and/or talking;
in a young adult, it may affect reflexes; but in the aged, it may result in complete
disability. Does visual impairment act in a similar manner? Among the already
impaired, it may be catastrophic; this we know. Then again, it may cause no
permanent disarray of personality traits. Consider the impact of blindness or
severe visual impairment in a person already deaf: the effect is almost catas-
trophic. In those already brain damaged, it is cruel in its consequences. Cer-
tainly one researchable question becomes: how do we teach anything to these
people ?

It is evident from the discussion that old age among already blinded per-
sons, and the loss of vision among the old, are two different events; and each
requires an appropriate method of study. The differential effects of age on
the d=livery of services, as a study problem, makes sense in terms of the first
group; but it makes little or no sense for the second. We have a variety of
populations of this type among the aged blind. Our best bet may be to say that
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there are many sources of recruitment to the state of being aged and blind;
, and that there is a different problem of study associated with each of these
N sources.

In summary, we should note first of all that the topic of psychological
implications among the aged blind, and the associated service delivery system—
under consideration in the last two sets of papers, really—is a delicate one,
fraught with difficulties for a joint audience of practitioners and researchers.
The conference was, therefore, something of a gamble insofar as it elected to
address these questions to such a joint audience. Moreover, we also elected to
draw participants from a variety of disciplines and fields. Finally, we elected
a topic not previously treated in extenso: geriatric blindness. There is no

' doubt that a certain amount of our time was spent in generating a common

; language of discourse (though there are always some who deny that such a

| language evolved!). Any difficulties in communication may indeed be traced

'; to the wide diversity of background and special languages of the participants.

? Yet some here will be stimulated to undertake investigations related directly

5 to some of the questions we have raised; some will find similar stimulation
from the printed proceedings; some may find that this conference experience
will influence their research interests perhaps years from now. We expect,
further, that practitioners will wish to consider some of the substantive queries
we have raised about the system of delivery of services, and the definitions of
needs of the current and the forthcoming populations of geriatric blind; it is
highly likely that a conference devoted to their needs will be held soon.

Our most significant result, and particularly so in this discussion ses-

? sion, was to identify the shibboleth of a monolithic population of "aged blind,"
homogeneous in characteristics. Apart from the two characteristics of age
and visual impairment, we soon discovered that a congeries of populations was
implied by the category, each requiring a different strategy of discovery.
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SERVICE NEEDS OF AGED PERSONS WITH
SEVERE VISION IMPAIRMENT OR BLINDNESS

D. C. MacFarland

Any discussion involving the needs of a segment of our population must
ultimately describe the population and give pertinent statistics. Without a solid
base to work from, it would be difficult to assess the needs and even more dif-
ficult to plan service programs to meet these needs. It seems paradoxical that
we can be living in a world where machines compute thousands of complex prob-
lems a minute and yet we have not been able to count with any degree of preci-
sion the number of human beings who are suffering from a disability as severe
as blindness. I was pleased to note that a full section of this meeting was de-
voted to the statistical problem. Therefore, I shall not indulge in the develop-
ment of any statistical hypothesis and spare you the annoyance of my feeble
arguments in support of a set of tenuous figures.

For purposes of discussing service needs for the aging blind, I sholl use
the most recent estimates published by the National Center for Health Staiistics.
The persons responsbile for this report would be the first to acknowledge that
they have certain inherent weaknesses stemming from the small size of some
of the groups included in the sample. -

The survey indicates there are 969,000 persons in the United States who
are blind or have severe visual limitations (1). This a very conservative esti-
mate indeed when considered against the backdrop of data cited in the recent
publication Ophthalmic Research: U.S.A., which points up the serious gaps
in our current knowledge of ophthalmology and provides us with the significant
fact that there are over 90 million persons in the United States who have de-
fective vision (2).

With this in mind, then, we must recognize that we are not talking about a
minute segment of the population. Regardless of our knowledge of precise statis-
tics, there is one point upon which every one agrees: more than 50 percent of
blindness and severe visual limitation occurs in the age bracket 65 and older.
Another facet of the picture is that the aged population is increasing at a more
rapid pace today than at any time in history, and this trend can be expected to
continue. At present, we have 19 million persons over 65 years in the country
(3). By the year 2000 this figure is expected to increase to 30 million.

One phenomenon concerning the aging group is the number of individuals
now living beyond age 85. There are 1,124,000 such persons in our nation (4).
This trend too will continue, and it has great significance for any plans we
might develop for providing services to meet the needs of the older blind or
visually limited person. It means that any plan of service must be extended
over a period of 20 to 25 years. Too many people today still carry in mind
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the old concept of "three score and ten,' with the consequence that the programs
they devise are stopgap measures, and are at best only meant to assist the older
person to live out the few remaining years of his life comfortably.

If I were to presume to cover all the service needs encompassed in my
title, I would soon develop this paper into an unwieldy book. Permit me, there-
fore, to discuss only what I consider essential service needs.

There are five broad basic areas of service needs which I consider es-
sential to full enjoyment of life. These are health care, income maintenance,
adequate housing, full social participation, and employment.

HEALTH CARE

Medicaid and Medicare can be expected to remedy some of the gross defi-
ciencies which were painfully evident in health care programs for the aged in
the past. Medical experts and social scientists tell us that the number of hospi-
tal beds will increase by 50 percent during the next ten years, and there will
be a similar increase in nursing home facilities designed to care for the
chronically ill. In addition to the obvious benefits of more adequate care for
acute and chronic patients, there will be tremendous side benefits accruing from
early detection and expert care of cases that might otherwise become catastroph-
ic in nature.

In spite of these fine pieces of legislation, however, it must be apparent to
those of us who work with visually disabled persons that good health care alone
will not prevent visual disability and blindness. In fact, there are many who hold
the theory that good health care, which ultimately results in increased longevity,
may also increase the possibility of visual deficiencies. We are not concerned
here with this theoretical concept, since the problem is one of recommending
services for those who are already blind or who have severe visual impairment.

First, we must make certain that a complete ophthalmological examination
is included routinely for all our older citizens and that this examination is re-
peated on an annual basis. Concurrently with examination, those patients with
severe visual loss should be tested for the use of optical aids. Great advances
have been made in the field of optics during the past decade, and it is now pos-
sible to provide special lenses that can be invaluable for many persons with
severe visual limitations. Even though these lenses are expensive, there is no
reason why they should not be provided to anyone who can profit by their use,
in the same manner that spectacles are given to those without cost in need. Pro-
vision of low vision aids, however, will be of little consequence unless trained
personnel are available to help the patient understand their use, and to work
with him to gain maximum benefit from the prescription. -

Because blindness in the older age group is often attended by other de-
bilitating conditions, a thorough physical examination is essential. It seems trite
to saythat other disabling conditions should be given immediate attention, but
all too often the overriding condition of blindness is dealt with, while other dis-
abling conditions may be ignored, thus limiting the patient's future achievements.

A great deal can be accomplished in hospitals and nursing homes through

a better understanding of visual disability and some of the simple methods for
coping with it. Without going into a list of '"do's" and "dont's,'" sufiice to say =
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that there is a great need for educating hospital personnel in proper methods

for dealing with ophthalmological patients. The initial approach to a person who
has suffered a severe visual loss is very important in his ultimate total rehabili-
tation, Extreme ineptness can cause trauma that can leave permanent psycholog-
ical scars, In nursing homes proper staff training is much more important,
because the blind or visually impaired patient may spend the remzainder of his
life in that facility. The nursing home must be prepared to provide, or have ac-
cess to, well-trained professional staff who can help the patient achieve maxi-
mum independence, This would include mobility instruction for the blind and

the near blind, provision of, and training in, the use of optical aids; training in
any or all of the activities of daily living; training in special equipment to enable
the patient to engage in social gains; and the provision of sufficient reading
materials in large print or talking books.

INCOME MAINTENANCE

It is a well-established fact that the blind and visually limited are among
the poorest in the country. It is useless to discuss ancillary benefits, even
health care, unless we are willing to face the difficult solution of proper in-
come maintenance. At least 25 percent of all severely visually impaired per-
sons in this country are receiving some form of public assistance. I you add to
this the number of individuals who are dependent on their families, or whose retire-
ment or social security benefits are inadequate for their needs, the problem assumes
pathetic proportions. Some of the persons in the group we are discussing can solve
this problem through employment, but for the large majority the only solution is a
guaranteed minimuim income that is developed realistically in accordance with need,
and contains provisions for automatic adjustments to the cost of living. There are
many ways of approaching this problem, and perhaps before the ultimate solution
is achieved, several methods will be tested. Whatever is done, however, must be
done quickly. As I indicated in a paper written four years ago, the people we are
discussing here today should be in the forefront of any war on poverty. The need
is great and help is long overdue.

ADEQUATE HOUSING

A great deal of national interest has been generated during the past decade in
the design and construction of special housing for the handicapped. The genuine con-
cern is evident not only through the efforts of public and private agencies, but also
in the opinions voiced by a substantial portion of our citizenry.

My personal experience has been limited to observing the activities of the
National Commission on Architectural Barriers. This Commission was created by
Congress as part of the 1965 Amendments to the Vocational Rehabilitation Act. It
is fascinating to watch the deliberations of this study commission, and to evaluate
its penetrating effect on state legislatures and local government. While the main
focus of the commission is directed toward making public buildings more accessible
to those who are confined to wheelchairs, or may have other mobility problems, the
commission has had a far-reaching effect in influencing the design of public hous-
ing. Builders are giving serious consideration to the elimination of unnecessary
steps, the use of ramps and elevators whenever possible, and the widening of docrs
to permit free access for those in wheelchairs. The new movement will have a
profound effect in the next few years on the extent to which thousands of handicapped
persons participate in normal activities and achieve a much greater measure of
integration in society—integration which, for the most part, has been denied through
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thoughtless planning. It would be very difficult to conceive of anyone wishing to impede
this movement. We who have responsibilities for providing services to disabled per-
sons, however, must make certain that programs developed to provide maximum free-
dom to disabled person do not result in a serious infingement on his rights. 1 hope

you share my concern whenever you hear community leaders talking about special
houses for the handicapped, rather than discussing the judicious incorporation of
principles that will make all public housing more accessible to the disabled. Every
man should have the right to choose where he wishes to live. When this right is
curtailed, even as a result of well-intended public sentiment, the outcome is a loss of
freedom and an intolerable kind of segregation.

What are the special housing needs for the blind and visually handicapped ?
The problem here is quite different from that posed for the wheelchair patient. Re-
moval of architectural barriers for the blind person is impessible, for it would mean
the removal of all objects, both large and small, that might hecome obstacles to a
blind person's free mobility. For most blind persons, the answer is in instruction
in cane technique, or the use of a dog guide, to circumvent obstacles which might
otherwise become serious barriers to independent travel. For the partially sighted
person, the answer is adequate lighting in all areas of the building and surrounding
grounds. Contrary to popular belief, most persons classified as blind have some re-
sidual vision--and sufficient light for these persons becomes even more important.
Ascending or descending stairs is no problem for the well-trained blind person. In
fact, there are only a few architectural features helpful to a blind or severely visually
limited person. A few examples are: the standard use of double handrails; avoidance
of open stairwells, low balcony rails, doors that open directly to steps, and low
hanging objects (Such as fire extinguishers, metal signs, and the like). All the
foregoing are safety measures a good builder should consider under any circumstances.

To provide maximum independence to persons with severe visual limitations,
the structure itself should be placed conveniently near public transportation, but not
in an area that carries a heavy load of traffic. If possible, the blind person should
give preference to living quarters close to all service areas provided--stores, a
central feeding facility, laundry, and other equipment. Living quarters will need no
special arrangements other than better-than-average lighting and electric stoves
for cooking, (Many visually handicapped people find no difficulty in using a gas range;
however, there is an element of risk and, therefore, electricity should be used as often
as practical.) The list of changes is very small, but their adoption would provide
significant benefits for a visually impaired tenant.

Because titles can be misleading, it is important to reiterate some of the
points already alluded to in this section. I should like to make it abundantly clear that
those of us who work with blind and visually impaired persons agree that while certain
modifications are needed in any public or private housing development, to accommo-
date a tenant with visual impairment, separate housing is unnecessary and undesirable.
Full participation in society is the capstone of all our social action programs ‘oday.
This goal, for the older blind and visually handicapped citizen, is attainable, and we
should devote our energies to them with this aim in mind. Any attempt to develop
segregated housing on the basis of a visual disability would compound the problems
and have disastrous effects. A well-adjusted blind person would have no major dif-
ficulties living in modern housing units being constructed today. Minor problems
which arise are quickly solved if he has easy access to nondisabled friends and
neighbors. Denied this help, normally found in any neighborhood, coping with small
details can become a real source of annoyance. As professional workers, then, our
responsibilities are twofold: First, to make certain the persons we serve are given
every opportuaity to make a good adjustment to their disability; second, to help the
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blind or visually limited person locate in an environment that will permit his maximum
integration with society.

FULL SOCIAL PARTICIPATION

Anyone who spends a sufficient amount of time working with the older blind
and visually handicapped person recognizes that the most serious problem these dis-
abled individuals face is social isolation.

This problem cannot be dealt with satisfactorily by referral to community re-
creational organizations, or by membership in golden age clubs, or other channels which
are normally considered for the older sighted person. Full enjoyment of leasure time
requires an interaction reiationship, in which all parties not only receive benefits, but
make contributions. For the visually limited, this means an adequate adjustment to
the disabling condition, which cannot be accomplished without professional expertise.
For many, it will :nean mobility instruction so the individual can travel independently.
This is especially important in a recreational facility. If the blind person cannot move
freely from one area to another, he is really not in a position to pursue activities
that are suitable for him and, in fact, he may not even be in a position to choose the
individuals with whom he would like to be associated. No one consciously ignores
him, but inevitably he is left out of the mainstream of activities, and there is little
reason for him to continue the relationship.

Fortunately, many of the games enjoyed by older persons have been adapted
for the blind and severely visually limited; however, professional advice is essential
to acquaint those in charge so that they can make special equipment available.
Obviously, the participant too must be made aware of the broad range of opportunites,
and must be given training, when necessary, in the use of specially adapted games
and other devices.

Many hobby shop activities—for example, woodworking, metalworking,
amateur radio—are ideally suited for blind and visually handicapped persons. However,
unless a professionally trained person is available to work with instructors at a recrea-
tional facility, the person with a severe visual difficulty may be excluded on the er-
roneous belief that such a person constitutes a safety hazard to himself and others.

The formidable and frustrating barrier of social isolation can be overcome,
but not without a great deal of concentrated effort on the part of professional workers
who have this responsibility. Apparently, most communities have the facilities and
are willing to share them, but they need our help in showing how this can be accom-
plished, and in preparing a blind person for his responsibility in the relatio:ship.

Our nation is considered one of the most gregarious in the world. We are by nature
"joiners," and we have thousands of activities, among which some will suit anyone,
regardless of his interest or temperament. With this favorable climate, it would seem
that we have failed to develop these resources for the persons we serve. In this short
paper, it is virtually impossible to describe even a small number of activities ideally
suited for the visually limited, for what we need are not special activities for the blind
and visually limited, but an honest effort to make many resources available—and

what is more important, to realize that the older person with a severe visual loss needs
substantial help in preparing himself to enjoy what is available, without placing undue
" stress on his friends and neighbors. Our modern society is not yet fully acclimated to
long periods of retirement, and even without a disabling condition older people need
help in learning how to enjoy themselves. If this is true for the majority, why should
it be unusual for a person with a visual loss? |
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Without meaning to derogate some of the current efforts, I would like to make the
plea that segregated facilities be kept to a minimum. Our greatest emphasis must be
placed on total social integration into normal society, and only as a last resort or in
very specialized circumstances should the development of segregated camps or social
clubs be considered.

EMPLOYMENT

Our culture is work oriented, and in spite of automation I suspect it will remain
so for a long time. Obviously, the older person with a severe visual loss will be limited
in his ability to work. For the majority of these persons, work may be of no consequence,
In planning our future programs, however, we must give serious consideration to develop-
ing employment opportunities that are feasible for those who wish to work and have the
capability.

There are those who feel that an inordinate amount of mor - has been spent in
preparing, training, and placing blind and visually limited perso. in employment. I
cannot share this view. The public and private money expended in this area has proved
a prudent investment. I would concede, however, that far too little has been expended
in dealing with the critical problems of those for whom employment is not a satisfactory
objective.

Published reports from the Vocational Rehabilitation Administration show that
more than 13,000 blind and visually handicapped persons were rehabilitated into employ-
ment in fiscal 1966. This number has been substantially increased during the current
year. Many of the persons employed were above age 45. An organized plan of action is
designed to more than double these figures by 1971. A substantial part of the effort will
be aimed at developing employment opportunities for the multihandicapped, including
the older worker. It is estimated that there will be 6.5 million new jobs in service oc-
cupations alone during the next decade. A large number of these jobs will be concerned
with providing recreational activities in an expanding economy. (Workers will receive
higher pay for shorter hours, and this means they will have both time and money for
enjoyment. )

A host of jobs will be available to persons living in rural areas. Many of these
will be practical opportunities, on a part-time or full-time basis, for the older visually
limited person. Among these occupations are management and rental of lodging
facilities, operating game and fishing concessions, boat rental and repair, operating
riding stables, bicycle rental facilities, and many others that may require some
ingenuity for vocational rehabilitation counselors, but are entirely feasible if the client
is interested and wishes to participate. Of course, this is not the major solution for
all older citizens with visual disabilities in rural areas, but it does provide opportunities
for many who may wish part-time or full-time employment to supplement their
incomes.

k One proposal under consideration may provide a partial solution for the older
blind and visually limited person living in the urban area: the development of unique
workshops. Production wouid be geared specifically to the worker's needs. Work
scheduling would be so designed that an employee might work for two hours a day, or
for whatever seemed practical, for peak performance. Under these circumstances, the
worker could feel justified that he was making his contribution to society, and earn a sup-
plement to retirement benefits. We would suggest that this experiment take maximum
advantage of the limited talent now available. The shop could be staffed with older
supervisors and managers, because persons drawn from this group would have a much
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petter understanding of the problems facing the worker, and it is a well-established
fact that effective managerial and supervisory talent is available among the retired.

Before closing this section on employment, it is important to emphasize that these
projects will serve only a small percentage of the population constituting the main focus
of this conference. But if we are to develop a comprehensive plan for meeting service
needs, we cannot ignore those for whom employment will be meaningful,

PROVISION OF READING MATERIALS

We have devoted very little time to the use of the large-print books or recorded
materials. As a result of the passage of Public Law 89- 522, there have been a number
of special conferences dealing with the use of reading materials for the blind and
visually handicapped. Therefore, this paper would repeat very recent material if it
dwelt at length on library services. Needless to say, these are extremely important
and should be considered in any service program for the older blind and visually
handicapped citizen. Reading is without doubt the greatest single pleasure in which
older persons can participate, and much can be done to encourage greater use of
library services now available.

Throughout this paper we have discussed service needs from the standpoint of
the client, delcting wherever possible specific reference to the personnel required
to provide services. We can expect to accomplish very little unless we recognize
the important role public and private agencies play in serving the blind and visually
impaired. We have referred to total integration into society. For most older persons
integration will necessitate extensive counseling and training, and will require the
expertise of many disciplines now working with the blind and near-blind, Counselors,
social workers, psychologists, mobility instructors, teachers of communcation skills,
recreation specialists, and many others must make their professional contributions
to enable those we serve to become functioning members of society.

Why should there be special services for this small segment of our population ?
Do not these special services, in fact, constitute a vested interest that may militate
against ultimate integration into society? The group we are concerned with must
have special training in certain techniques not available in the usual service organiza-
tion, and it would not ke practical or economical for every organization to have
specialists on its staff to serve clients intermittently. We feel that the special agencies
for the blind serve a unique role and provide vital links of service that should lead to
ultimate integration. There is a tendency on the part of some to work with clients ad
infinitum. This is not in the best interest of the visually disabled person, and it re-
duces severely the number of persons who can and should be served. It is time for
all of us to take a hard look to differentiate between the client' s needs and those of the
agency. Our job is to provide all services required as quickly as possible, to con-
tinually encourage community participation, and to terminate the relationship as soon

as feasible. .

Although wehaveonly been able to touch briefly on the major service needs of
blind and visually handicapped persons, it must be quite apparent to all that meeting
‘these needs will require more personnel than is now available in public and private
“service agencies. The only way we can hope to do the job is through a program in-
volving the expeditious use of trained volunteers. This is especially true with a number
of services that are provided for the older blind and visually handicapped person. Such a
program, however, must be carefully planned. Recruitment, training, and continuous
supervision are of the utmost importance. It is not enough for individuals to want to
help; they must be screened to take advantage of their talents, and trained in specific
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jobs that are feasible for them. The most important facet of a volunteer program is
supervision, The volunteer needs someone to make proper assignments and to as-
certain that these assignments are carried out. A supervisor must also make sure
volunteers do not become involved in case work, counseling, or other professional
disciplines for which they have no professional training. During the past six years,

the Vocational Rehabilitation Administration has experimented with the use of volunteers
in certain programs, and we find that this is an excellent source for augmenting a small
staff. We learned very quickly that it is hest to work through a highly organized vol-
unteer organization, such as the Red Cross, leaving the recruitment of personnel to
them, and dividing the responsibility for supervision between the volunteer organization
and the agency serving the visually limited. A discussion of the employment of vol-
unteers could be the subject of a svecial paper; we can only note here that properly
handled, volunteers constitute a major untapped resource, and should be given priority
in future planning.

1. Health mievview Suvvey, Julv 1,1963-Junc 30, 1964. National Center for Health
Statistics, U.. Public Health Service.

2. A National Survey Report by T. D. Duane, M.D., Ph.D., initiated and sponsored
by Research to Prevent Blindness, Inc. (1965).

3. Bureau of the Census, U.S. Department of Commerce.

4, Ibid.

Discussant: Irving Miller

Most discussants of papers really write a new paper. That is, they relate their
remarks to the paper, but do not necessarily focus specifically on it. I am afraid I
want to do much the same, because I want to take this opportunity to express some
thoughts and observations about the problem of delivering services to blind people
that have concerned me for a long time, and I haven't had an opportunity to present
them before; finally, they do emerge from the issues treated in Dr. MacFarland's
paper.

I liked Dr. MacFarland's poper, because it is direct and wise. There is little
to find fault with in it. It has the uncommon virtue of being concrete in many ways,
and of specifying problems and possible services to meet these problems. This is
a very good thing, because most often services to blind people are conceptualized by
agencies and professionals in broad generalities. This confuses lay people no less
that it confuses the professionals. My own preference, which I will not exactly follow
here, is to formulate very concrete goals and specific services related to meeting the
service needs, and to formulate them in such a way that it is possible to recognize
what "doing the right thing' or the relevant thing in service might look like in practice.
Broad, vague, and high-minded goals serve as a "cop-out" from the necessity to measure
work, to measure performance, and to measure outcomes.

When we censider services to the blind, we must ineluctably or by definition deal
with organizations or agencies in the field. Consequently, I want to comment principally
on certain aspects of the client-agency confrontation, which I believe have direct im-
plications for research, Dr. MacFarland refers to, or makes observations about,
the functions, and in other parts of his paper, about the responsibilities, of the private
agency's relationship to the public sector, the division of labor between the agencies,
the importance of avoiding duplication and overlapping of services, and so on. Finally,
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he caps the discussion by his comment that "It is time for all of us to take a hard look,
to differentiate between the client's needs and those of the agency." Let us try to do
that.

There are grounds for us to be concerned that, as agencies move along in their
organizational careers and become larger, they develop a major stake in organizational
maintainence as such, and that they do so at the expense of the purpose for which the
agency exists, namely, service to the client. Experience and observation, and innumerable
interviews with clients, do suggest very strongly that agencies tend to define client needs
by the services they happen to offer, and that clients terid to be individualized into very
rigid categories according to the agency's conceptions of what clients need. These con-
ceptions carry the authority, the imprimatur, and the sanction of professional and tech-
nical expertise. They ultimately involve political issues, questions, and value choices,
and class and special group interests, The interaction between client and agency, the
processes through which the client goes in becoming a client, results, in effect, in a
special category--a blind person—that is, the agency-type blind person, one who can fit
into the style and culture of the agency. Large numbers of the blind, particularly the
most deprived, the most socially isolated (and these are among the aged), tend to re-
main socially isclated and untouched by agency services because they simply don't fit
in. From the agency's standpoint they are the "hard-to-reach' clients. From the
client's standpoint, it is a case of a hard-to-reach, or a hard-to-accomodate-to, agency.
What actually happens at the poini of delivery of service, in my opinion, becomes a
critical area for research and study, one which I think some have been interested in
pursuing, but about which I think there has been little enthusiasm on the part of
agencies.

I refer, for example, to what actually happens to a client in an agency. How is
he socialized to the agency? What are the discrepancies between what he sees as the
service needs required and what is actually provided? These questions are obscured
by professionally oriented preoccupations with concepts of adjustment, personality,
family relationships, and emotional reactions to blindness—which often are simply
verbal, theoretical explanations, comforting to the worker and assuaging the uncer-
tainties and difficulties he finds in meeting blind clients, These explanations do not
necessarily lead to specifically relevant services. They often, as do all generaliza-
tions, obscure and dull the edge of attention to specific services related to the present
problems of the handicap itself.

In a more general way, what I am saying is that knowledge about a problem
doesn't necessarily tell you what you can do about it. The relationship between
knowledge—and the kind of knowledge that we have been talking about and thought that
we need more of here—and doing is a very puzzling, specialized, and selective type
of relationship. In some respects a great deal of knowledge about a problem can inhibit
practical efforts to meet the problem. (There is research evidence for that, too.) It
is not always true that correct understanding and diagnosis of problems that clients
present are required for correct treatment. This discrepancy exists in all profes-
‘sional practice. It is being raised here because I think the failure to recognize the
assymetrical connections between knowledge and skill in doing has resulted in insuf-
ficient emphasis upon the study of professional practice itself, upon defining and
specifying the skill component in practice, of defining the actions and procedures that
workers follow to deliver services. I think what we need is some clarification about
the relationship and the differences between knowledge and truth-seeking as a scienti-
fic pursuit, and knowledge and truth-seeking in professional practice. They operate
on different levels of reality, and seek answers to different levels of questions; they
- geek different orders of knowledge. Professional scholarship and professional research
need be concerned with knowledge that can be put to practical use. The other type of
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truth-seeking need not have this burden. To be sure, there are relationships between
these two levels, and they can support and reinforce each other, but they are not ""the
same thing." Just as the "'right" values and the "'right' goals and beliefs do not neces-
sarily lead to an appropriate professional activity, so too knowing "all'" about something
does not lead necessarily to being able to do something with the knowledge. As you all
know, knowing the cause does not provide the cure, as we once believed.

To the extent that we make the assumption that, given the appropriate knowledge,
the practitioner will know precisely what to do about it, we simply are not warranted by
the realities of experience and by the creative and dynamic aspects of human inter-
action. If the relationship between research and practice were that one provides the
knowledge which the other uses, then we would be in a very sad and impotent state. How
does the practitioner keep up with all the research studies that keep pouring out in re-
sponse to all kinds of problems and needs (including the need to do a dissertation, or
the need to get a grant)? And research studies are not often directly related to practice
problems in terms of the questions the practitioner must take responsibility to define,
search out, and pursue. It is through developing and focusing questions in and about
professional practice that we may also achieve a basis for developing clues from, and
make selective use of, some of the findings in research that we have been talking about.

Now, to return to some of the themes more directly related to Dr. MacFarland's
paper, and perhaps to some questions directly related to services for the aged blind.
One of the themes most consistently plucked upon in duscussing service needs is the
problem and the undesirability of overlapping and duplicating services, not rationally
conceived, for the blind. It appears to be an article of faith amongst us to view with
alarm, and regard as a bad thing, the fact that there is competition, duplication, and
overlapping in agency services, I think we ought to look at this. I am not for over-
lapping and duplication, but I think this is mostly a problem for the professional people,
for the lay people, for the volunteers, and for the fund-giver, and much less a problem
for the client. It is assumed too readily that overlapping and duplication of services is
by itself a bad thing. This notion should be examined more carefully than it has been,
Whether it is good or bad can depend upon whether we consider it from the client's
point of view, or from the agency's point of view. Different interests are invoived here.
I do not assume, as it is so often comfortably and uncritically assumed, that agency,
client, and professional interests are identical with each other; they are characteristi-
cally conflictual. To be sure, the points at which the interests overlap are the stuff of
which agencies are made, and is what makes it possible to have an agency. But there
are also persistent and strong conflicts and differences of interest between the organi-
zation, its professional staff, and the clients they wish to serve. Each strives to main-
tain as much influence and power over each other and the way services are delivered
as they possibly can. When, for example, the staff or administration wishes to exert
more influence or more power than it has, it is almost always justified on the grounds
of public good, higher morality, professional values, or the good of the client. It is
bad, of course, when someone has too much of what we want to wrest from him in the
first place. The pressure of a staff to democratize an agency, for example, or make
it more responsive to the client's needs, is usually really a pressure for the redistribu-
tion of power. The accretion of power in one group is always at the expense of another.
While the struggle may ostensibly be carried on in behalf of the client, he does not neces-
sarily benefit from it, unless he is able to organize some power, some resources, and
some strengths of his own, as he confronts the agency. And, when and as he does so,
it will come at the expense of the staff, or the board, or the management. It strikes me,
therefore, that the blind client, for reasons inherent to the social situation, as well as
in the way the agency's services are organized, is particularly powerless and limited
in the ways available to him to exert influence over how, and which, services are rendered.
Despite all the efforts, good intentions, good works, and good deeds of most people in the
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field of service, the client is characteristically more helpless, more powerless, more
depenident than are most other client grougs, and their limitations in managing and
manirulating their environment are often compounded by the powerlessness to influence
those who trs to help them. Reductionofduplication of services tends to centralize power,
and makes it easier for services to be controlied by groups further away and less ac-
cessible to the client than would otherwise be the case. It may be a good thing, even if
unintended, therefore, that clients of agencies for the blind can literally play one agency
against the other. While this ability to make choices among agercies—that is, shopping
around for services, like they do in large cities such as New Yoik--may complicate the
relationship and the nature of the transaction between a worker and a client, it gives the
client some unanticipated or unintended influence, some voice, some leverage, and some
power of his own. The client may, in the process, achieve some dignity and self-respect,
which, though intended, is not the ineluctable consequence of the way agency services
are given. One of the implications, which I want to touch upon briefly, is that I believe
that organizations of client pressure groups among the blind ought to be fostered, be-
cause they hold great possibilities, empirically and theoretically, for influencing and
changing the character of services.

Whatever the sins, actual or attributed, of the self-help orgaaizations of the blind,
whatever may be the criticisms that have been over the years leveled at them, they
have exerted pressure in the direction if improvement. I don't expect the established,
traditional agencies for the blind to see virtue in this. These self-help organizations
have been a nuisance to the established agencies; they have challenged their hegemony
and prerogatives. Individualization of the client, according to his individual needs
.and situation, is an idea difficult to gainsay. There is evidence, however, that the status
of an individual and how he is treated in our society is very much related to the status,
power, and influence of his group. This suggests to me that client organizations and
client action offer viable possibilities for change in services and service patterns, as
well as for maintaining morale, dignity, and a sense of self-worth.

Before going further, and before I get too anxious about this criticism, I want to
stress that I do not mean to devalue the importance and values of agency services. They
are indispensable, and provide services without which life would be extremely difficult
and hazardous for those they do serve. They try to do an extremely difficult task, and
mostly do it as well as social realities permit. They cannot be held responsible for the
deficits and defects in our social system-—for unemployment, for example. It is easy, cf
course, to criticize them and second-guess them, and I think this is precisely what we
should do if for no other reason than to counteract the special immunity from criticism
and scrutiny which they seem to enjoy. ‘

Like Dr. MacFarland, I also think it desirable that we strive todevelop more pre-
‘cise technologies and greater expertise. It is well for us, however, to take into account
that professional technology and expertise, though having the character and aura of
neutrality and objectivity, tend to obscure the fact that we are all involved ultimately in
political and value choices of various kinds: who shall receive services, what services
shall be given, what shall be studied and what shall be researched, and so on. . The pro-
fessional bureaucracy, no less than other bureaucracies, tends to be self-protective.

It tries to inhibit access to it by the public, or the various publics, which have an im-
portant and primary stake in the services professionals provide. In such circumstances
change is difficult to accomplish. I think that these generalizations obviously apply to
agencies serving the blind as well. As I have known them, at least in urban centers
comparable to New York, they seem to occupy a favorable position, and a seeming im-
munity from community scrutiny. They tend to be monopolistic, or at least develop a
kind of consortium, to control and divide and subdivide service and jurisdiction among
themselves. This encourages the risk of sliding by the evidence of large pockets of
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need that are not being met, or are difficult to meet, or would require change in the
organization to meet. This enjoyment of a special kind of hegemony in the field (ex-
cept for income maintainen<e, of cvurse) places the client in the position of not re-
ceiving services unless he cin get the services from the private agency. The interest
of private agencies discourages th« expansion of services through development of new
agencies, or the expansion of services through the public sector. Any hope that public
services would move i ‘to the field to guarantee a minimum of basic services to all
blind people, as a 7ight, in the same sense that income maintainence is a legally de-
fined right, would be compromised and complicated by the fact that the private agencies
appear to be committed to, and able to sustain, a position approving expansion in the
public sector only if the expansion is accomplished through increased subsidies to,
and the purchase of services from, the private agencies.

Customs, sentiments, and traditions reinforce the commanding and dominating
position of the private agency. Particular patterns of services between the public and
the private sectors, and accepted views and ideologies about the respective divisions
of responsibility, and about how services should be delivered, raise what seems to me
to be a morally cnallenging issue. There is such an issue insofar as the blind person
is completely dependent upon the services of the private agency, which is responsible
to its own board of directors, and thus responsible essentially to itself, and is little
subject to community question or scrutiny. Private agencies control basic services
indispensable to meeting the demands of social living. Blind people must get along
and fit into the particular social system of the agency; they have no choice but to do so.
If they don't like it, there is no alternative. They do not have, as would be the case
with public services, the right to assistance, or even the theoretical alternative of using
political methods to influence the character of services. They are subject, without re-
course, to the definitions and decisions of essentially private enterprise. My experi-
ence and that of others leads to the persistent and nagging feeling that for a variety of
historical and social-psychological factors related to certain blind persons, private
agencies tend less than others to be encumbered by doubts about the wisdom of their
approach and the virtues which they attribute to themselves. They tend more than
others to protect themselves and to be protected from criticism. They enjoy much
public support and suffer little scrutiny because of the emotionally-laden sentiments
(and sentimentalities) associated with blindness. The private nature of these services,
and the private responsibilities for such services, are probably directly related to the
characteristics of the selective clientele served by these agencies. Specifically, and
despite some recent changes about which I have heard, my impression has been that
there is little emphasis upon case finding. They rely primarily upon the client taking
the initiative to request service. The least adequate and consequently the most dis-
tressed, the most dependent, the most hapless and helpless, frequently do not get to use
the services of the agency, and I think this is particularly so with the aged, who are
usually more socially isolated, less mobile, and so on. Blind people, particularly older
blind people, are apt to find it difficult to mobiiize their resources and actually get to the
agency. On the other hand, I suspect that the more adequate, the more independent,
blind person tends to adjure or shun the use of agencies, even if the services provided
are needed. Thus, the agency tends to serve a middle group, perhaps an actual minority
of blind persons. They serve a group that can adapt, conform, and accommodate to the
style or service pattern of the agency, a group with which the agency develops a very
interesting symbiotic relationship, a group that can more readily fit into the social
system of the agency, a group whose needs and problems are more manageable and fit
better the role model of the ""good client." The more dependent and needy--the older
person--cannot make it to the agency without active help and encouragement. They
cannot make it unless others take pains, or are willing to do work that can not be
described in fancy, professional language, but it is nonetheless important and basic.
Serious consideration ought to be given, therefore, by these and other agencies to

special case-finding efforts.
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Some needs, to be sure, are very complex. We ought not to complicate them more
than necessary. Others are relatively simple—for example, the problem of social isola-
tion is real and serious, but is accessible. It is a kind of social isolation that is self-
reinforcing: the more the blind are isolated, the more they become isolated, and the
more difficult it is to render services to them, and the less able they become to make
use of services; consequently, they need direct and practical help and assistance in get-
ting to and from doctors, clinics, social services, and other kinds of services. They
need to be followed up, and t%:ey need the interest of others. This may help to reduce
the resignation and despair so characteristic of blind aged people.

Three matters I want to speak about, specifically mentioned in Dr. MacFarland's
paper, are the question of recreation, working with groups of blind people, and the
question of volunteers.

Let me be brief. My observation of recreation services for older people, in-
cluding the blind, is that I would never want to use such a service. Very often they are
childish. Often they treat older people like aged children. The playing of games is
often really insulting to people, and they often do not really get to the problem. They
infantalize people, whereas what they really have to do, in my opinion, is to come to
terms with some of the problems that blind people have. They have to try to develop
programs--and it can be done, I have seen it done—which will really connect blind
people with the community, and make it possible for them to perform and get involved
in, social activities which are meaningful to them and not demeaning to them. To
verify this description, all you have to do is to visit day center services for aged people,
or some of the recreation services for blind people. You will see that they offer very
safe and insignificant kinds of services. They don't really come to grips with the adult
needs of these people.

I also think that the therapeutic or treatment model that is used has inhibited a
concern with the real possibilities of helping people in groups through mutual aid. I
think there are real possibilities here, and I have worked with groups of older people
and have used professional skill to help clients to use the group in a mutual aid context,
to see the group as a mutual aid system in which they actually work on their own problems,
and professional skill is used to help them work out their own problems. I think that
there are many advantages. When clients work in groups they can allay many of their
anxieties in confronting the agency services. They can help clients to actually manage
and negotiate the agency better. People need a lot of help in mediating and negotiating
the various systems which impinge upon them, and, I have seen the mutual aid group
do that. It i a little troublesome; the clients rock the boat a bit. But, if you really want
to be concerned with helping people, I think this needs to be explored more than it has.

It is also very important that working with clients in groups tends to counteract the
powerlessness of clients. I have worked with case workers in several settings who were
interested in working with groups, and one of the facts I discovered very quickly was that
case workers had a lot of resistance to working with groups, because, frankly, they lose
control over communication; the client-worker situation, the individualized situation, is
essentially invisible to others. It is one in which the worker has all the models, and

the client really can not engage the worker. In the group situation, this is somewhat
mitigated, and the worker can not control communication as easily as he can on a one-to-
one basis.

Finally, a ¢>minent on volunteers. Most of us think of volunteers as some kind of
lesser professional person, as a necessary evil, as something you would gladly do
without if you could afford to. We speak about volunteers augmenting the worker for small
staffs, and the like., I think there is another dimension, and another way of conceptualizing
their use. I think experience in working with volunteers offers a different type of
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relationship to a client. The very fact of not being professional provides values in

the relationship that would not otherwise obtain. Clients are really hemmed in by
professional functionaries in the community. There is too much of that, and "inte-
grating services and relating the client to a community' is most often thought of in
terms of relating him to other functionaries and not the community—not to the bar, not
to the church, not to the grocery store, not to other aspects of community life. Re-
lating people to the community has almost always consisted of relating him to the
social agency, and keeping him in contact only with professional functionaries. The
volunteer has possibilities for another kind of service and help, not just a poor version
of what ought to be the professional services provided.
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FINAL DISCUSSION

It might well be anticipated that this final discussion provides a vehicle to tie up
some loose ends left from the prior discussion sessions. The discussion of the de-
livery of services, reported above, anticipated some of the argument (but in no way
diminished the brilliance of presentation of) Dr. Miller's remarks. Your reporter will
therefore opt for the journalistic technique of simple summary, and will reserve some
final comment for the conclusion of the discussion.

The question of generation knowledge vis-a-vis the application of knowledge pre-
occupied us as a genuinely philosophic problem. It becomes apparent from the remarks
made by several participants that when one deals with discrete biological systems, the
chances of a cure, following the demonstration of an etiology, is very high. With more
complicated or more interrelated psychosocial subsystems, etiology becomes far more
complex, and indeed may attain the status of a system itself. One then may legitimately
ask what one can do if one does not know all the determinants of such an "overdetermined"
system. Many persons decide not to act at all, and often this covers up a reluctance
toward unpopular or painful political or social action.

These considerations become particularly relevant in view of the problems in
the delivery of services which Dr. Miller treats in his paper. But on the quality of
agency service, Miller is at once too harsh and not harsh enough: he has not under-
scored the terrible discrepancy between the worst practice—which can be medieval—
and the best practice, which can be highly effective. It is obvious that in planning
for change we should try to eliminate the medieval practices which duplicate one another
and overlap in their treatment populations,

To implement this kind of change, one strategy, already suggested, is to permit
the client to shop for his services. This is rather a novel concept, and one that would
require a study of how it might be done, and also instruction for clients in how to do
it. It was suggested, for example, that a systems agency such as the Rand Corporation
be engaged to do a war games simulation of negotiating the agencies for optimum match
of client need against agency service programs. Not surprisingly, some consideration
of this proposal prompted the thought that the most effective changes we can expect or
hope to make in the services delivery system are those that occur from within—as
happened in the case of the Visiting Nurse Association. Further, we need to give some
consideration to a hierarchy of effectiveness for proposed strategies of change, so that
we can make intelligent decisions about the greatest trade-off of energy invested in
change »s the change produced.

It is in this connection that the modeling of change on the basis of ""best practice"
agencies may be worth considering. One way of doing this is to insist on the mainte-
nance of high standards of practice, and to accredit agencies offering practice meeting
these standards-—-by controlling the source of funds and insuring they go to best practice
organizations. It is imperative, however, that our knowledge be considerably more
complete on the nature of the blind population, and on the nature of the services delivery
system, before we tie ourselves to a particular model for delivery of services; and so
we come full circle to our opening remarks about the need for much more extensive
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basic knowledge about the population of blind and severely visually impaired persons,
and the persons and agencies who deal with them.

Typical of the wisdom accruing through experience, to be found within this sys-
tem, is that in planning housing for the geriatric blind, we remember in making plans
that these persons are, first of all, old persons, with the generic needs cf the aged. We
should also remember that, with professional assistance, segregation by the choice of
the individual need not necessarily mean social isolation or nonsatisfaction of social
needs; ideally, we should be able to provide a range of choices from among which the
individual can muike his own choice as to his degree of participation in his community.

It is also the case, as experience has shown, that it is the emotionally not the
intellectually gifted who work best with the aged,; clearly there is need for a selective
process to be instituted in recruiting staff,

This wisdom underscores the important point that one of the difficulties of this
field of work—work with the blind and severely visually impaired—is that its critics
often learn just enough to operate efficiently within it at the point just before they leave
the field, or at the point where the routinization of charisma takes its toll of the radical
innovator.

However, the problem of inducing change in bureaucratic structures is not unique
to the field of blindness—as we have pointed out before. There are no blueprints for
such change. One way-—and this is a proposal for research—is to initiate evaluation
studies of the services that are now offered, whether they are public or private. This
is, admittedly, extremely difficult research, but the requirement of public accountabii-
ity will fall lieavily on all of us in our search for change for the better.

In attempting to induce change, one of the basic requirements will of course be
personnel, Basic to our understanding of change will be an understanding of the
recruitment of personnel to the field, and the elevation of personnel quality, should this
be suggested by that understanding. One difficulty in traditional modes of recruitment
is the requirement for one-to-one, or face-to-face, service training. This kind of train-
ing obviously does not permit us to produce enough people to go around; there is a built-
in obsolescence in the training programs. Desperately needed are training programs
which manage to increase the number of persons trained for this work, while main-
taining the standards for service programs already established in the instances of "best
practice' programs. This difficulty may also encourage us to think in terms of the
greater utilization of volunteers in metaprofessional roles.

Might we also look to other cultures, and use their wisdom? It does not seem so,
judging from the few examples we have considered. To the extent that other cultures
face the mounting pressures on their populations from increased urbanization and in-
creased industrialization, then to that extent they seem to face the same problems we
have considered in this field. It may be that the experience of other cultures may
nevertheless aid us to understand that which cannot be solved, and that which must be
coped with after we reach understanding.

In all of this, we proffer just one more caveat to the researcher: the danger of
staying too long at the eye of description. There is a danger of reifying our own cultural
values, and slavishly implementing them in the programs we propose. It was not sug-
gested, for example, that we make a random selection of agency clients, and subject
subgroups out of this sample to different rehabilitation treatments, then test for a variety
of characteristics. This kind of procedure we take for granted in basic research, but
not in social action research. Even so, we may unknowingly experiment because there
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are so many uncertainties in the treatment procedures that very few of us indeed can
say, in strict honesty, that we know what we are doing. .

To what do all these considerations lead us? It is obvious that we have touched
upon only a small number of the range of problems and questions we could have dealt
with in this conference. What we can say 1s that we have identified the need for more
information and better planning for the army of aged blind that is now forming. What
we have proposed is research to identify the psychosocial characteristics of subpopula-
tions of the nonmonolithic aged blind population; and on the impact, effect, and result-
ants on social, medical, and other facilities and services provided to visually impaired
persons of old age in these subpopulations. We have called for much more fundamental
research on blind people, for in truth there is relatively little known about them--there
has never been a population study of a representative study of the blind and severely
visually impaired, not just those known to and served by agencies for the blind. We
have emphasized, further, that only by conducting some fairly large-scale research
of this kind will it be possible to answer questions we have raised about the character-
istics of the population, and of the subpopulations it contains. And, finally, we have
demonstrated that even after such knowledge were to become available, there is still
remaining a substantial number of fundamental questions about the services offered
to the aged blind, and the context in which they are offered, to afford much scope for
both basic and applied research.
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A CONCLUDING COMMENT

It is the concensus of the conference staff that its major purposes were accom-
plished. The group did meet; its deliberations charted, however sketchily, the bound-
aries of the domain of inquiry to which interest was directed; and a discussion within
that context, related both to research and to the practical delivery of services, was
initiated. Attention was directed for the first time to a highly important segment of
the population of blind and severely visually impaired persons—the geriatic blind--
that has received little or no attention in the past.

Mention has been made several times in the discussion summaries of the fact
that, since participants were drawn from disciplines both related to the blindness sys-
tem and from outside that system, there were some difficulties in establishing chan-
nels of communication and understanding about the subject area. The description of
such difficulties must, in a written abstraction from the rich complexity of actual
interchange, distort and magnify them. Indeed, this distortion can be a virtue, and
is employed as a didactic technique quite often, as some of the papers presented indi-
cate. There is an important distinction to be drawn, however, between difficulties in
establishing what two people are talking about, and the difficulties that arise because
they come from different disciplines. The fact that some participants were unfamiliar
with the problems of the field of blindness, as a subject area, did result in an ex-
change of some basic information about blindness; these difficulties are not the ones
referred to in the text, for they are quickly disposed of. A common language about the
facts and interpretation of the facts about blindness was quickly established among
the group members. If difficulties persisted despite that common language, they
derived from the unfamiliarity of some of the conceptual models suggested by some
of the participants for consideration by others—and it is these difficulties which cause
us to think, and hopefully to surpass prior efforts in dealing with the models which guide
decision making processes in the field.

As an example of the first importance, let us point out that the group established
quite quickly that they were not dealing with a monolithic population of "the aged blind,"
but rather a heterogeneous population of blind and severely visually impaired people
who were aged or elderly, recruited from different backgrounds, and presenting vari-
ous problems for service programs, for statistical sampling purposes, and for intel-
lectual understanding of their behavior, In the ineluctable battle with these subpopula-
tions, it was inevitable that we became confronted with a wide variety of questions to
which only further research, and some further thinking, could provide the answers.
This we regard, however, as a successful outcome. Dr. Thomas A.Cutsforth was fond
of reminding us that research is successful to the extent that it raised more problems
than it set out to solve. In that sense, we have all succeeded mightily.

We look forward now to a second conference to explore the translation into
practice of the present and projected research suggested in these papers and discus-
sions, and we are pleased to have had the opportunity to open the discussion about an
important, and neglected, portion of our population whose numbers will impose several
pressures on us in the very near future.
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PROPOSED RESEARCH TOPICS FOR THE
POPULATION OF THE AGED BLIND

Nole: No priovities ave assigned lo the following in tevins of ovdev in the listing ov
along the dimension of univevsalistic /particularistic velevancy to the geneval area of
study of the aged blind, Assigning priovity is nevevtheless regavded as a pressing and
inmediate need in ovganizing a national effort in this field,

1. What procedures can be developed to minimize postcataract psychosis ?

9. How can patients with brain syndrome be persuaded to allow diagnosis for
corrective lenses, and to use them?

3. How can the elderly blind be made to accept hearing aids when a severe
hearing loss is present? !
i

4, By what strategies does the client manipulate available service delivery
systems to get the mix of services that match his individual need? How do we teach

him to use these strategies ?

5. Are there strategies that circumvent the need to restructure service delivery
systems—that is, providing free eyeglasses so that examination of the eyes would be

i

\

|

performed ? !
6. We need another conference on the delivery of services, involving service |

personnel and social action personnel; its scope will be defined in part by the content
of this conference, but its audience will likely be somewhat larger.

7. On the other hand, we may also need another conference on research: to
decide the priorities of the suggestions in this listing, and to group some of the ideas
expressed in this listing; the end result would be a balanced group of research topics,
some parts of which might be taken on as a "package' of research by a research group. |

8. We need to do evaluative studies of services that are offered to blind persons,
whatever the auspices, public or private.

9. What effect does the operation of accreditation programs have on delivery
systems ?

10. What is the population of blind and severely visually impaired? What are its
characteristics ? What is the composition of the several subgroups in this population, 1

by a variety of index characteristics ? |

11, What kind of personnel mix—professional, subprofessional, and nonprofes-
sional—would be most ppropriate for the optimum services delivery system ?
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12. What personality characteristics are optimally matched to the three groups
of professional, subprofessional, and nonprofessionals mentioned above, and in what
areas of service delivery systems are they best utilized ?

13, We need a survey which asks of the aged blind persons themselves what
are their needs and requirements. Data should be analyzed by age, by impairment
and/or disabilities present, degree of visual impairment, socioeconomic indices, and
others.

14, We need some longitudinal studies on the effects of aging (with and without
visual impairment) on a variety of characteristics, including activities, desire for
isolation, personality changes, and so on.

15. To what extent can mutual-aid groups of visually impaired persons them-
selves be incorporated into best practice delivery systems?

16, What best practice system could be set up to deal with elderly blind persons
with brain syndrome ?

17. To what extent can we extract the experience of other cultures, such as that
of Japan, in dealing with the aged person with impairments and handicaps ?

18. Are there new or alternative roles that aged, and aged blind, persons can
fill? As counselors, consultants, teachers?

19, To what extent are the experiences of other cultures in dealing with the
aged impaired influenced by the factors of urbanization and increased technological
applications progress--to bring them closer to the set of problems faced in the U.S.?

20. Can we identify which of the problems in this listing are not amenable to
solution, and thus conserve our energies?

21, Would it be possible to do a comparative study of alternative treatment
strategies on matched samples of agency clients, in which the treatments given are
oriented around the alternative and distinct value systems guiding the several
"rehabilitation' pseudophilosophies prevailing?

92. What are the prospects for comparative studies of elderly people born blind,
elderly people who become blind at different stages in the life cycle, elderly people
who became blind gradually, and elderly people who became blind suddenly ?

93. What longitudinal studies now in progress might be utilized (via additional
questions) to provide some of the data on subpopulations called for in this conference ?
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24. What are the prospects for multiservice centers for elderly people handling
blind persons; and what patterns of consultation will be most efficient in the use of
staff personnel in such centers?

25. What might be the role of an anthropologist in studies of aging and blindness?

26. What information can be gleaned from community, or hospital, studies, on ;:
the aged blind ? L

27. Are there potentialities in animal reserach—past or present—for answering H
our questions of the consequences of blindness in advanced age ? 21
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28. What is the role of the older blind person in his family? A blind grandparent,
particularly in three-generation households? In three-gen:ration families of separate
residence for the top two generations? Of geographical distance on this relationship ?

29, What is the religious behavior and activity of the older blind person?

30, What is the possibility of education in modifying the life style of the older,
and older blind, person?

31, What are the possibilities for developing better information delivery to medical
personnel on service systems and procedures?

32. We need a survey of the education needs, and the characteristics of the sys-
tem to serve those needs—or not serve them—for the elderly blind population.

33, What are the retention rates among the elderly blind vs the aged without
impairment ?

34, What do the elderly blind need to learn, how long do they learn, what should
they learn?

35, Can we mount satisfactory programs for primary, secondary, and tertiary

prevention of blindness in old age—before we are inundated with the aged blind and
our present rehabilitation and service structure ?
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